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Abstract 
Background: The user perspective is an important contribution in evolving knowledge-based 
practice as well as developing high-quality health care services. Hereditary Spastic 
Paraparesis (HSP) is a rare neurodegenerative disease causing spasticity and paresis of the 
lower limbs, as well as impairments in gait and balance. Physical therapy is one of the 
recommended interventions to manage the condition. Research on this field of expertise is 
scarce, indicating an area within neurological physical therapy that has been neglected and 
was in need for further examination. 
Purpose: To obtain in-depth information regarding the user experience in neurological 
physical therapy, as well as providing a minor contribution to the development of knowledge, 
about how people with HSP experience physical therapy. 
Material and Method: Semi-structured qualitative research interviews of six adult persons 
with pure HSP has been conducted. The research position is anchored in a phenomenological-
hermeneutic tradition. The material was analysed using a theme based approach. 
Knowledge contribution:  The informants highlighted how community-based physical 
therapy is characterized by passive strategies, mainly stretching of affected musculature, with 
has non or short-lasting effect on experienced stiffness. Moving in full range of motion 
(ROM) was perceived as important of preventing limited mobility in the lower extremities. 
The least affected informants often included full ROM as a part of active exercise or self-
stretching exercises, while the most affected depended on manual stretching by the physical 
therapist. Intensive activity in weight-bearing positions and with good movement quality is 
the preferred interventions to maintain function and slow down progression, reflecting aspects 
of the possibility of motor learning an positive neuromuscular plasticity. It was conducted a 
part of self-initiated exercise or during in-patient rehabilitation stays in specialist health care. 
A good interpersonal relationship with the therapist is weighted as important for a positive 
experience with physical therapy and to maintain motivation to continue. Furthermore, 
informants report lack of knowledge regarding HSP at local therapists, as well as limitations 
in availability in both community-based and specialist heath care. This have an impact on 
both the quality and amount of physical treatment. Goal setting in therapy was not common, 
reflecting low expectations of the possibility to influence functional problems or primary 
neuropathology in persons with HSP.  
Key words: Hereditary Spastic Paraparesis, Hereditary Spastic Paraplegia, HSP, Spasticity, 
Stretching, Physical Therapy, Physical Exercise, Exercise, Training 
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Sammendrag 
Bakgrunn: Brukerperspektivet er et viktig bidrag i utvikling kunnskapsbasert praksis, samt 
utviklingen helsetjenester av høy kvalitet. Hereditær Spastisk Paraparese (HSP) er en sjelden 
degenerativ nevrologisk sykdom som forårsaker spastisitet og pareser i underekstremitetene, 
samt problemer med gange og balanse. Fysioterapi er en av de anbefalte intervensjoner for å 
behandle tilstanden. Forskning på dette kompetansefeltet er begrenset, noe som indikerer et 
område innen nevrologisk fysioterapi som har blitt neglisjert og er i behov for videre 
forskning. 
Formål: Å få detaljert informasjon om brukeropplevelsen i nevrologisk fysioterapi, samt gi et 
lite bidrag til utvikling av kunnskap om hvordan mennesker med HSP erfarer fysioterapi. 
Materiale og metode: Semi-strukturerte kvalitative forskningsintervjuer av seks voksne 
personer med ren HSP har blitt gjennomført. Forskerposisjonen er forankret i en 
fenomenologisk-hermeneutisk tradisjon. Materialet er analysert med tema-basert tilnærming. 
Kunnskapsbidrag: Informantene fremhevet hvordan kommunal fysioterapi er preget av 
passive strategier, hovedsakelig tøyning av affisert muskulatur som har manglende eller 
kortvarig effekt på opplevd stivhet. Å ta ut fullt bevegelsesutslag (ROM) ble oppfattet som 
viktig for å forebygge begrenset mobilitet i underekstremitetene.  De minst affiserte 
informantene inkluderte ofte full ROM som en del av aktiv trening eller tøyningsøvelser, 
mens den mest affiserte var avhengig av manuell tøyning av fysioterapeut. Intensiv aktivitet i 
vektbærende stillinger og med god bevegelseskvalitet er det tiltaket som er foretrukket for å 
opprettholde funksjon og bremse progresjon, noe som reflekterer aspekter av muligheten for 
motorisk læring og positiv nevromuskulær plastisitet. Dette ble gjennomført som en del av 
egen-trening eller under rehabiliteringsopphold i spesialisthelsetjenesten. En god 
mellommenneskelig relasjon med terapeuten er vektet som viktig for en positiv erfaring med 
fysioterapi og for å opprettholde motivasjon til å fortsette. Videre forteller informantene om 
manglende kunnskap om HSP hos lokale terapeuter, samt begrensninger i tilgjengelighet i 
både kommune og spesialhelsetjenesten. Dette har en innvirkning på både kvaliteten og 
mengden fysikalsk behandling. Målsetting i fysioterapi var ikke vanlig, og gjenspeiler lave 
forventninger om muligheten til å påvirke funksjonsproblemer eller primær nevropatologi hos 
mennesker med HSP. 
Stikkord: Hereditær Spastisk Paraparese, Hereditær Spastisk Paraplegi, HSP, Spastisitet, 
Tøyning, Fysioterapi, Fysisk Aktivitet, Trening 
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1 - INTRODUCTION 
Hereditary Spastic Paraparesis (HSP) is a rare progressive neurodegenerative disease leading 
to various degrees of motor disability (1, 2; chap. 19, 3). The exact prevalence is uncertain, 
but a Norwegian study from 2007 estimates that 7.6 per 100 000 in the South-East of Norway 
have HSP, and no differences between gender and race have been found (4). The genetic basis 
is complex and the severity is diverse (1). HSP  involves lesions in the cortico-spinal tract of 
the spinal cord, serving motor neurons to the lower extremities (1, 5, 6). The cardinal 
symptoms involve gradually increasing spasticity and paresis. Furthermore, secondary 
symptoms such as stiffness, pain and contractures may arise from pathologically augmented 
muscular tone. The sum of these symptoms typically cause dys-coordinated movement, hence 
gait problems, balance impairments and difficulties in activity of daily living (ADL) (1, 5, 6). 
Symptom manifestation and disease onset may vary from early childhood to adult life (1, 7). 
Lifespan in people with HSP (PwHSP) is not diminished (1), but quality of live might be 
reduced (8) and mild depression is often reported (9, 10). Living with HSP is challenging as 
the clinical picture is complex and there is an on-going deteriorating process with an uncertain 
course. Coordinated health care services are needed and physical therapy is a recommended 
integral part of treatment (11). Physical therapy is widely recommended to PwHSP but 
clinical guidelines and specific recommendations do not exist as research regarding physical 
therapy and HSP is scarce (5, 6, 12-16). As the disease is progressive, PwHSP receive 
physical therapy in the municipalities over time, often in private practice complemented with 
specialist health care services (17). Knowledge about HSP is limited among physical 
therapists (PTs), particularly in the municipalities (11). Furthermore, because the nervous 
system’s plasticity only recently became known, treatment of neurological conditions has 
been considered low-status and suffered from a pessimistic view among health care 
professionals (18). Remains of this view might still exist, as well as the notion that 
progressive diseases may be challenging because the more usual goal of making the patient 
healthy is impossible, and no particular guidelines regarding physical therapy to PwHSP exist. 
All these elements attracted my attention and curiosity about how PwHSP perceive physical 
therapy, hence the user perspective in the matter. 
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Reviewing relevant databases1 it is apparent that research regarding HSP and physical therapy 
generally is limited, particularly investigations based on the perspective of the patients. 
Qualitative research by Grose and colleagues (11) interviewing both professionals working 
with HSP and PwHSP report that physical therapy is considered one of the most important 
interventions in disease management. Specifications regarding intervention details or 
experience of physical therapy among the patients, however, were not made.  
Regarding effect of physical therapy I only found two case studies that describe testing of 
patients prior to and after receiving intensive physical therapy (19, 20). The interventions used 
are stretching, strength training, functional exercises, education about HSP and fatigue 
management. Both case studies show better outcome measures in standardised tests of balance 
and gait, indicating individually adapted physical therapy and intensive rehabilitation to be 
relevant. Being case reports, however, the research design is inadequate to draw generalising 
conclusions. Zhang et.al. (21) conducted a study regarding a ten-week hydrotherapy, and 
results from gait-analysis show increased walking speed, but also the use of compensatory 
movement strategies . There also exists some research describing altered gait patterns (8, 22-
24) and impaired balance (15, 25, 26) but it is not related to physical therapy. Reviewing 
relevant literature, it is apparent that more specific information about physical therapy is 
required, including how physical therapy is experienced by PwHSP. 
To construct a solid platform of knowledge-based practise, research based on the user 
perspective is of vital importance in addition to effect studies and experience based 
professional knowledge (27). The user involvement is sought at a political, systemic and 
individual level, and statutory rights give each patient the opportunity and right to influence 
decision making and develope health services (28-30). User participation assists in ensuring 
quality and improvement of provided services, as well as meaningfulness to the patient (31). 
Physical therapists (PTs) and health professionals hold a responsibility to protect and 
encourage the user's participation, both because it gives better results of treatment when the 
user experiences coping and it provides motivation (32). It is also an ethical question as the 
therapist often is the stronger part of the asymmetrical patient-therapist relation (33). PwHSP 
hold first-hand information regarding how physical therapy is experienced, and their 
knowledge is of significant importance for further developing a field within neurological 
physical therapy that is scarcely investigated. 
                                                 
1 The following search was carried out in PubMed, Cochrane, Google Scholar Pedro and Cinahl: Hereditary Spastic Paraparesis (MeSH 
word), Hereditary Spastic Paraplegia separately and combined with physical therapy, physiotherapy, physical activity and exercise. 
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1.1 The aim of the study and the research question 
The aim of this study is to explore PwHSP’s experiences with physical therapy regarding 
content, what they consider as important and less important aspects in physical treatment, as 
well as how health services they have participated in are experienced. The purpose is to derive 
new knowledge relevant to further development of physical therapy services to these people. 
Furthermore, the study aims to highlight a field within physical therapy that has been 
neglected in research. Based on this the following research question is posed: 
 
“How do persons with Hereditary Spastic Paraparesis experience physical therapy, 
and which aspects do they consider essential?” 
 
1.2 Description of the thesis 
Relevant literature and theory are presented initially, followed by a description of the 
methodological approach and ethical considerations. Thereafter results are given and 
discussed in relation to the theory presented initially. The thesis terminates with a conclusion 
and final comments. To achieve a complete comprehension of this thesis a certain level of 
general knowledge regarded neurology is beneficial.. 
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2 - Hereditary Spastic Paraparesis and Neuropathology 
Providing an overview of the neuropathology in HSP might entail a deeper understanding of 
the clinical picture, thus also PwHSP’s experience of physical interventions. Rather than 
perceiving HSP as one diagnosis, it is considered as a group of heterogenetic neuro-
degenerative diseases (3, 34, 35). The genetic base is complex, and over 50 genetic variations 
are documented (3, 36). The genetic deficiencies cause malfunctioning proteins involved in 
membrane trafficking, mitochondrial functions and myelinisation of cortico-spinal neurons (1, 
34). Malfunctioning proteins result in axonopathy and HSP symptoms. Harding (37) made a 
distinction between pure and complex HSP. Pure HSP is most common, and is characterised 
by spasticity and paresis of the lower extremities, as well as urinary deficiencies and reduced 
vibration sense. Complex HSP has additional symptoms like affection of upper extremities, 
ataxia, mental retardation, retinopathies, tremor, rigor, dementia, polyneuropathy and deafness 
among others (3, 34). Participants in this study have pure HSP, and the following theory is 
annexed to this group.  
HSP affection is located to the cortico-spinal tract, which is the only direct and the longest 
descending neural motor pathway. Its neural fibres make synapses both on reticular 
formation, inhibitory interneurons in the spinal cord and alpha-motor neurons innervating 
musculature. Through coordinated activation of these neurons, the cortico-spinal pathway 
control musculature of the limbs, enabling the individual to perform determined and specific 
coordinated movements (38, chap.22). When lesions in the pyramidal tract occur, inhibitory 
activity become disturbed, causing spasticity and hyper-reflexia referred to as positive 
symptoms, while reduced excitatory effects give negative symptoms as paresis and reduced 
sense of vibration (2, 38). These symptoms are all a part of HSP’s pathological picture, but 
because the neuropathology of pure HSP comprehends affection of distal parts of the longest 
neuronal pyramidal pathways, only the functioning of lower extremities suffers from the 
pathology described above (34).  
2.1 Spasticity and its consequences 
Spasticity is a cardinal feature and the most prominent symptom in HSP (39). The term 
spasticity is debated and not necessarily easily defined. The most common definition is 
Lance’s from 1980: 
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 “Spasticity is a motor disorder characterized by a velocity dependent increase in tonic 
stretch reflexes (muscle tone) with exaggerated tendon jerks, resulting from hyper-excitability 
of the stretch reflexes, as one component of the upper motoneuron syndrome”(40).  
Since 1980 there has been a great advancement within neurological research. Although the 
understanding of spasticity is not yet complete, it has grown to be more complex, and Lance’s 
definition has suffered critique for being too limited (41, 42). Pandyan and collegues (42) 
point out how spasticity comprehends more components than Lance indicated. Supraspinal 
control, influence from afferent pathways and changes in alpha-motor neurons may all 
contribute to spasticity. Based on current research Pandyan et.al (42) have redefined spasticity 
as “disordered sensorimotor control, resulting from an upper motor neurone (UMN) lesion, 
presenting as intermittent or sustained involuntary activation of muscles” (42, p.5). The latter 
definition will be used in this thesis because it is wider and involves different neuronal 
mechanisms and neuroplasticity, but still excludes negative symptoms of UMN lesions and 
secondary changes in joints and soft tissue (41). In PwHSP spasticity is mainly localised to 
plantar flexors of the ankles, hamstrings and hip adductors (14, 39).  
Brodal (38) emphasises that loss of descending cortico-spinal fibres likely results in reduced 
activity of inhibitory interneurons on spinal level, in addition to reduced excitatory activity of 
motoneurons. Cooperation between inhibitory mechanisms serves to entail normal and well-
coordinated movement. Through reciprocal inhibition the antagonist muscle is inhibited to 
promote the function of the agonist, and in PwHSP e.g. activation of hip abductors and dorsi-
flexors of the ankle can be compromised because of spasticity in antagonist muscles. 
Presynaptic inhibition modulates the muscle’s response to (rapid) stretch via alpha-
motoneurons, and malfunctioning in PwHSP signifies that the muscle reacts faster and has a 
premature contraction. The practical signification is that when (rapid) active or passive 
movements are conducted, e.g. when a step to the side is needed to maintain balance, the 
spastic hip-adductors are activated and compromise hip-abduction and the intent to maintain 
balance. Recurrent inhibition, which comprehends how motoneurons inhibit their own 
activity, is also impaired. The intrinsic properties of the motorneurons may be changed and 
more easily activated. The signification of altered recurrent inhibition and motoneurons is an 
even lower threshold for inadequate activation of spastic musculature and might also 
contribute to spasticity in passive musculature (38, p. 319-321).  
In addition to the direct muscular symptoms caused by spasticity, there are also secondary 
local adaptions of soft tissue and joints. Prolonged shortening of musculature, muscle stiffness 
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and contractures of joints are common secondary complications in neurological patients (43). 
Dietz and Sinkjaer (44) refer to studies that indicate how muscular stiffness to a larger extent 
is due to mechanical changes in soft tissue than spasticity itself; thus secondary symptoms are 
considered more disabling on function. The sum of spasticity and secondary symptoms 
experienced as stiffness will be referred to as pathologically increased tone. In a clinical 
setting it is useful to distinguish spasticity from secondary symptoms to be able to choose the 
appropriate method in managing the patient’s problems (41). Whether the PTs differentiate 
their approaches or not may also influence how the PwHSP experience physical interventions.  
2.1.1 Functional disabilities - Balance and Gait 
The most common functional impairments in PwHSP are problems regarding balance and gait 
(5-7, 34). Both functions are a result of a complex interaction between peripheral and central 
sensorimotor processes, cognitive mechanisms within the individual and demands and 
constraints in the task and environment, enabling appropriate movement (41).  
Several researchers have described balance impairments in PwHSP. De Niet and collegues  
(25) found reduced postural control i.e. the ability to control the body’s position in the room 
to maintain balance, due to spasticity in dorsal calf muscles and weakness in ventral calf 
muscles. There were also decreased limits of stability, which means that the area within 
which it is possible for the individual to maintain balance is diminished. Other research 
suggests altered postural sway in PwHSP; in other words the constant small movements of 
the body to maintain balance. Augmented medio-lateral postural sway is linked to paresis of 
hip-abductors, while reduced antero-posterior sway is contributed to ankle stiffness (26). 
Impairments in one or more of these aspects might compromise PwHSP’s ability to maintain 
balance, especially if there are external perturbations or movements that are challenging. This 
is a notion confirmed by Nonnekes and colleagues (15), who report falls as common in 
PwHSP.  Gait analysis of PwHSP shows that spasticity and reduced range of motion (ROM) 
decrease gait speed (39). Ankle weakness and stiffness is common, and a tripping gait is 
reported (45). Another study found augmented hip-flexion throughout the gait cycle, 
excessive knee-flexion at initial contact, prolonged hyper-extension of the knee in mid-stance 
due to compensatory stabilising strategies and reduced push-off ability in the ankle (23). 
Prolonged knee-extension in the stance-face and reduced knee-flexion during the swing-face 
are also linked to weakness in musculature (24). The research regarding gait in PwHSP 
describes altered gait patterns, mainly linked to the primary pathology of HSP. 
12 
 
3 - THEORY 
To achieve a wider understanding of how PwHSP experience physical therapy, relevant 
theory is presented in this chapter. Initially frames for physical therapy and treatment content 
are described in the context of neuromuscular plasticity. Furthermore, a phenomenological 
perspective of the body is given, and at last theory regarded motivation and coping is 
presented.  
3.1 Physical Therapy – Frames and Treatment 
Physical therapy is one of the treatments offered to PwHSP (11, 14, 39), and the functional 
problems perceived by PwHSP described above might serve as a motivation to seek positive 
changes through physical therapy.  
Physical therapy offered to PwHSP ranges from community-based physical therapy and 
private-practice to in-patient rehabilitation stays and education within the specialist health 
care (17, 46). Regarding competency within neurological physical therapy in Norway, there 
were registered 67 authorised specialists in 2013, practising in 16 of 19 counties in the 
country, but only eight of these specialists were employed in the municipalities (47, p.28). 
This indicates how further expertise within neurology is required to meet the need of PwHSP 
in community based physical therapy.  
On a political level, several initiatives have been introduced to improve physical therapy 
services. The Ministry of Health and Care services launched the interaction reform in 2012. 
Its purpose is to pursue a better cooperation between health care services in the municipalities 
and specialist health care and to attend to the patients’ needs locally (31). Means to augment 
knowledge is provided through guidance and supervision by the specialist health care and by 
the means of continued professional development promoted by the Norwegian Physiotherapy 
Association (NFF) (48, 49). Increased knowledge among PTs regarding HSP is beneficial to 
provide adequate interventions to this group of patients. Neuro-plan is among the most recent 
documents published by the Norwegian government, which has a direct focus on 
improvement of community-based health services to neurological patients. The last twenty 
years there has been a drastic increase in number of people with neurological conditions 
dependent on community-based services to the triple. Therefore increased resources, good 
collaboration between health professionals and augmented knowledge is required to meet the 
current needs, and are part of the aims in the neuro-plan which will take effect in 2015 (50). 
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3.1.1 Plasticity and Motor Learning 
Every individual has the capacity to change. Muscular and neural tissues are plastic and 
mouldable, making it possible to adapt to different requirements in the task and environment. 
Neuromuscular plasticity is the use-dependent ability of neurons and musculature to adapt 
to alteration within the individual or to external strains (38, 51). This means that when e.g. 
gait-pattern and balance strategies change in PwHSP, so does the structure and function of the 
nervous system and musculature. Hence, the individual’s experiences with movement and 
motor control in interactions with its surroundings are reflected in neuromuscular systems. 
Movement causes both immediate and long-term changes. Examples of immediate neural 
effects include release of neurotransmitters and an increase in postsynaptic sensitivity, in 
other words the synaptic efficiency augment (38). In musculature the sarcomeres cause 
contraction and there is an increased blood-flow to the muscle, among other things (52). If 
movement is repeated, immediate alterations are stimulated and cause permanent neuro-
muscular change in the individual’s motor performance, called motor learning (53, 54). In 
the nervous system the synaptic efficiency is increased over time and is denominated long-
term potentiation, while musculature can get stronger, more endurable and flexible (38, 52, 
55).  
Although neuroplasticity can work in favour of the person’s functioning, disabilities like the 
ones PwHSP entail may also cause negative development based on the same principles. In 
PwHSP normal movement is compromised and compensatory strategies, i.e. learned, 
alternative movement patterns to compensate for acquired disabilities, arise. They are a result 
of the brain’s orientations of immediate achievement of goals and safe mobilisation of the 
body (41; p. 80-84). Common compensations are flexed posture, slow movement, co-
activation of musculature to stabilise joints and increased dependability of vision and 
cognition to carry out the task and adapt to the environment. All of these aspects are examples 
of negative neuromuscular plasticity, which cause less synaptic efficiency, i.e. long-term 
depression, as well as weak musculature (38, 52). Hence one might assume that PwHSP learn 
compensatory strategies that might alter both postural control and gait, due to disabilities 
related to the primary neuropathology and secondary symptoms. 
The understanding of neuromuscular plasticity might contribute to comprehending how the 
nervous and muscular systems adapt to the individual’s movement in interaction with the 
environment and task in both positive and negative manners. This might be of clinical 
relevance in physical therapy of neurological patients like PwHSP. 
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3.1.2 Active Strategies and Physical Exercise 
In patients with neurological conditions such as HSP, movement can be used as a means to 
influence pathologically altered muscle tone, maintain length of soft tissue and joint mobility, 
as well as motor (re-)learning (43). Because neural and muscular tissue responds specifically 
to activity and exercises by strengthening the structure and function of the involved 
component, different strategies can be chosen depending on the intended goal of treatment. 
Several approaches are considered as beneficial in treatment of neurological patients 
presenting similar symptoms as PwHSP. Physical exercise in terms of regular repetition of 
physical activity over time with the objective to improve physical condition, performance or 
health (56) may promote motor learning. The specific effect of physical activity or exercise 
depends on the intensity, frequency and duration, as well as the individual’s current physical 
condition and capacity (57). In neurological patients weak musculature is often common 
because of reduced excitation of motoneurons and learned non-use of musculature through 
compensations. By engaging in strength exercises characterised by high intensity in terms of 
workload, one can augment muscle mass, force and contraction speed, hence the capacity of 
the musculature in functional activities (41, 52). Other problems, like reduced endurance or 
range of motion (ROM) and functional disabilities, can also be alleviated through practicing it 
specifically. Using a combination of various strategies might also be beneficial to influence 
functions like independent gait, which is often a goal to neurological patients (51). 
Several studies regarding physical exercise and intensive training in people with multiple 
sclerosis, another neurodegenerative disease, report beneficial outcome in terms of physical 
function and activities of daily living (ADL) (58-60). Such studies might indicate that 
intensive active strategies might be useful in other neurodegenerative diseases like HSP. 
Furthermore, Gjelsvik (41; p. 116-125) suggests that in addition to adapting the task and 
environment, manual techniques in physical therapy can promote the possibility of 
appropriate selective recruitment of musculature. Through manual handling, e.g. stretch, 
compress and vibrate, while the patient moves the musculature, the PT can influence 
neuromuscular components and alignment. In this way the PT facilitates adequate movement 
in the patient and promotes selective neuromuscular activity in a functional setting. 
In addition to the aspects above physical activity can increase self-esteem and reduce 
depression (57), indicating that physical therapy can contribute to various problematic areas 
concerning patients with HSP. 
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3.1.2 Passive strategies and Stretching 
Stretching is a recommended and utilised strategy in physical treatment of PwHSP and is 
understood as extensibility of muscle fibres due to active or passive lengthening (61). It is a 
widely used technique in physical therapy, and has the purpose of maintaining or increasing 
muscle length and prevent contractures (43, p.297). 
Limitation in movement may be caused by neurophysiological components like spasticity, as 
well as changes in the connective tissue within the muscle. The connective tissue has collagen 
and elastic fibres, but only the latter is possible to influence by stretching. Lack of movement 
that stretches the muscular tissue causes an increase in the density of collagen fibres. To 
prevent this from happening it is important to maintain full ROM throughout life (62). 
Immobilisation of musculature in one position affects the number of sarcomeres, the muscles 
contractile and functional component, thus the muscular force (51, 62). There is also a change 
in muscular stiffness, i.e. forces that resist muscular lengthening. The consequence of limited 
movement may reduction of adequate activation of muscles, endurance and strength, hence 
motor abilities and function, as well as causing poor alignment and compensatory movement 
strategies (62). Limited movement and contractures are common features among neurological 
patients (2, 43, 51) including HSP, and stretching is often used as a means to maintain muscle 
length and prevent contracture of joints (43). The effect, however, is an ongoing debate. 
Studies of intensive stretching strongly indicate an increase of ROM, but it appears to be 
because the individual’s tolerance to high forces augments rather than an actual structural 
change in the musculature or connective tissue (55). A recent Cochrane review (61) shows 
strong evidence that stretching does not have clinical significant short- or long-term effect in 
neurological patients regarding increased joint mobility, reduced spasticity or pain, nor having 
positive influence on activity It is also commented that studies which do indicate an effect are 
at high risk of biases (63). Another Cochrane review (64) on passive movements’ effect on 
spasticity, pain and joint movement is inconclusive. 
Apart from passive stretching, other passive strategies, i.e. interventions that do not include 
an active participation from the patient, such as massage, thermotherapy, electrotherapy and 
acupuncture, are used in neurological physical therapy. The effect of such interventions, 
however, appears to be limited in treatment of neurological patients (43). Immediate 
physiological and psychological effect may occur, but an active approach is necessary to 
obtain permanent changes, i.e. motor learning within the individual (43, 51, 65).  
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3.2 A phenomenological Perspective on the Body 
«Movement forms the I that move, before the I that moves forms the movement» (66, p.266). 
Although understanding the neuropathology of HSP is important to comprehend how PwHSP 
experience physical therapy, it does not provide a complete picture. Gallagher (67) manages 
to unite neurobiology and phenomenology and provides the opportunity to understand how 
people experience living with a dys-functional body, hence how physical therapy is perceived. 
Essential in his elaborations, rooted in the philosopher Merleau-Ponty, is the conception of the 
body as subject, implying that it is as bodies we are experiencing and expressing ourselves. 
The other vital notion is the ambiguity of the body, because we are and have a body 
simultaneously (67). This implies that at the same time as being a body-as-subject, the body is 
a biological organism and biomechanical system. These capacities are thus inseparable from 
the experiencing body or the self; hence the bodily dysfunctions following HSP is not purely 
related to the body but rather an integral part of the embodied self. 
Pre-reflective sensorimotor functions of the nervous system automatically monitor and control 
movement and enable the transformation of intentions into motion. The sum of unconscious 
processes in our bodies constructs our body scheme, while bodily aspects available to our 
consciousness represent our body image (67; p.25-26). Even though movement often is 
conducted automatically, we have the possibility to turn our attention towards it and change it 
(67; p.25-26). The continuous interaction between body scheme and body image is inevitable 
and necessary to create movement and the person’s sense of embodied self (67; p.56). 
Pathological changes of the cortico-spinal tract alter the person’s body scheme, and are 
expressed as spasticity and paresis. This is experienced by the individual as stiffness and 
difficulties moving, thus constructing a new part of their body image. Demands and 
constraints from the environment and tasks that formerly were manageable become 
challenging because of impaired movement and motor control of their lower limbs. Leder (68) 
expresses this change in bodily perception as going from dis-appearing to dys-appearing . A 
normally functioning body is not the primary focus of attention, but rather a pre-reflective part 
of our interaction with the world around us. When disability surge, however, the attention is 
drawn to the dys-functional body and may motivate PwHSP to seek physical therapy as a 
means to deal with their experienced problems regarding movement and motor control. Zeiler 
(69) accentuate the possibility of attending to the body as something positive and good, she 
exemplifies it with physical activity and refers to the phenomenon as eu-apperance of the 
body. 
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3.3 Motivation and Coping 
Motivation and coping are important aspects in management of disease and maintenance of 
function, as well as being able to sustain physical activity (70). HSP as a progressive 
neurological disease might be challenging both for the patient and the PT in this sense. The 
principles of coping and motivation, however, still apply.  
Motivation may is the reason or desire an individual has to act in a certain way, and 
Wormnes and Manger (71) distinguish between intrinsic motivation, which comprehends the 
individual’s internal drive, and extrinsic motivation that refers to an external influence. Both 
types of motivation are emphasised as central aspects of learning. Coping is an individual’s 
ability to deal with situations, life events or stress that goes beyond normal routine (72). 
Coping influences our behaviour, thoughts and motivation and is shaped by former 
experiences (70, 73). We are continuously and subconsciously oriented towards challenges 
that confirm our self-efficacy and feel rewarding (70, 74). The neural systems of the brain are 
constructed based on experience, and coping, self-efficacy and motivation constitute a vital 
part of these neural representations. Facing a new situation, existing neural networks 
automatically valuate our ability to cope and cue our motivation to engage in the situation or 
not. The sense of coping is a strong cue for motivation and learning (70).  
Increasing difficulties with basic functions like gait and balance in PwHSP influence their 
ability to cope with everyday situations. Activities they were able to perform gradually 
become problematic and maybe unachievable, thus continually compromising coping, self-
efficacy and intrinsic motivation in the direction of ceasing the activity. As motivation is 
important to keep physically active (75), finding alternative arenas for activities become 
important for PwHSP. Arranging the environment and tasks to create situations perceived as 
achievable but at the same time challenging is essential to reinforce coping and motivation 
(73), and is a beneficial approach in physical therapy offered to PwHSP. 
Fadnes et.al.(70) state that in physical therapy the most important aspects are learning in a 
confident patient-therapist relation, and the cooperation between mental state and the brain’s 
representation of the body. In a clinical setting this means that the therapist can create safe 
frames and offer extrinsic motivation to enable the patient to complete a desired task. Such 
positive experiences reinforce the patient’s coping abilities and intrinsic motivation as well as 
existing neural networks, and increase the probability of engaging in similar situations later. It 
can create the basis for motor learning and positive changes for the individual.  
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3 – METHODOLOGY 
The following chapter comprehends a description of the scientific research position, the 
method and sample, as well as a description of all conducted steps in the research process. A 
critical viewing of the method follows, and finally ethical considerations in the study are 
presented. 
3.1 Research position 
Based on the purpose of this study; to gain knowledge of a particular group of people’s 
experiences with physical therapy, a phenomenological-hermeneutic approach has been 
chosen. This is a scientific tradition that seeks to understand the first-hand experiences with a 
phenomenon in order to derive knowledge from these descriptions (76, 77). Phenomenology 
seek insight into how the world is experienced by the individual, and underlines how such 
insights are derived through an active, intentional process occurring in continuous interaction 
with others and the surrounding world (77). Gaining knowledge about an individual’s life-
world, i.e. the obvious and in articulated, is defined as a premise for science (77). 
Hermeneutics is concerned with interpreting, understanding and validating verbal utterances 
or actions transformed to texts through alternating between fragments and the complete text as 
a technique to capture the essence of the phenomena (76, 77, chap.5). The hermeneutical 
tradition emphasize that every individual enhance a pre-understanding which colours our 
experiences (77). In the context of research ones pre-understanding should be explicitly 
expressed to avoid it from limiting the research process. Holding a phenomenological-
hermeneutic research position renders the possibility of obtaining insight into how PwHSP 
experience physical therapy. 
3.2. Data collection 
This section regarding data collection comprehends the choice of an appropriate method and 
research design to achieve relevant information, which highlights the research question. 
Furthermore, the selection of adequate participants to the study is described, as well as how 
preparations and conduction of data material was conducted.  
3.2.1 Choice of method and research design 
To gain insight in PwHSP’s experiences with physiotherapy, the qualitative research 
interview is chosen. According to Kvale and Brinkman (78) the method is adequate to 
generate in-depth information which enables an understanding of a phenomenon from the 
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informants’ perspective. A research interview structures the conversation and construct 
knowledge through interaction between informants and interviewer (79, 80). However, the 
mode of interviewing is flexible, allowing the informants to give detailed descriptions of their 
experiences and thoughts regarding the phenomenon, opening for emphasising their 
individual reflections regarding HSP and physiotherapy (78). Because I am a novice within 
science, semi-structured interview was selected providing me some structure simultaneously 
with the flexibility needed for the informants to share their experiences. This choice is in 
compliance with recommendations presented by Kvale and Brinkman (78) regarding 
inexperienced researchers conducting interviews. 
 3.2.2 Selection of informants 
As recommended in the literature, the selection of informants was carried out strategically to 
ensure that the informants could shed light on the research question in the most varied manner 
possible (81-83). It was considered desirable to include persons of different ages, as well as 
onset, duration and severity of HSP, as these might be factors that could influence their 
experience of physical therapy. The informants’ ages varied from 31 to 65 years. Two were 
able to walk without support, three with walking aids or support, whilst one was bound to a 
wheelchair. Some had symptoms since their childhood, while others experienced onset in an 
adult age. It was required that all the informants were adults, and had experience with 
physical therapy after the diagnosis was set. The more varied experience with physical 
therapy the better, as it would give nuanced and detailed information to a larger extent. As the 
study is a master’s thesis with clear limitations regarding timeframe, the intended number of 
informants was 3-5. When number 4 was included, I was informed by the PT selecting 
informants that two siblings wanted to participate. To avoid disappointing one of them I chose 
to include both, thus the final number of informants augmented to 6. Furthermore, due to 
practical reasons the informants were located in the south of Norway. 
The Norwegian Social Science Data Services (NSD) approved the study before the informants 
were selected and asked to participate. To secure the ethical aspect and avoid potential 
pressure from me, a PT at a national centre for rare disorders did the recruitment, and 
informed the participants orally. All the informants then received written information about 
the study and signed an informed consent, which they returned to me in a stamped envelope. I 
then contacted the informants by phone and opened up for further questions or doubts, 
whereafter the participants decided the time and place of the interviews. All of them preferred 
their own homes. 
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3.2.3 Preparing the interviews 
To ensure conducting the interviews in the best manner possible, I prepared for the interviews 
based on recommendations given in literature on the matter, as well as consulting with my 
supervisor who is an experienced researcher. Kaarhus (84) recommends an interview guide, 
as it provides a hermeneutical process of switching between text and speech. Kvale (80) 
however, emphasizes that the guide should not be used routinely. I chose to follow both 
advices. Furthermore, developing the interview-guide made me more conscious of my 
preconceptions. Based on the research question, theoretical knowledge and practical 
experience in the field, I elaborated the interview guide. It had open, overarching themes 
aimed at investigating the research question, with the intention of achieving relevant and 
varied information. The interview guide was revised by my supervisor, and I had a good 
overview of the guide before initiating the interviews. 
The interview guide was tested and revised in a sample interview as recommended by Olsen 
(81). Only a few changes were made in terms of adding themes that came up during the 
interview. Another purpose of conducting a sample interview was to create a conciousness 
about how I acted during such a situation. Was I open enough, did I create a comfortable 
setting, did I use the interview guide adequately? As pointed out in literature, these questions 
helped me to develop better skills as an interviewer, which was important to get good quality 
data (78, 81). To secure quality and improve my skills I went through the first interview 
together with my supervisor, who is an experienced scientist. She pointed out the need for 
going more in-depth and asking questions to encourage the informant to elaborate. I was 
advised to adapt to a more naïve perspective to avoid that my pre-understanding limited the 
information given by the informants. In order to capture my first impressions from the 
conversation I immediately following the interviews wrote field notes as is recommended by 
several authors (83, 85). Rereading my field notes helped me raise awareness of the research 
process and about myself in the role of the researcher. As Malterud (82) describes; as a 
researcher, I myself become an instrument of research, an interlocutor in the interview, and a 
producer of narratives in terms of the research log. 
3.2.3 Conducting the interviews 
The interviews were carried out in the informants’ homes after their choice. Before the 
interview started, the purpose of the study was repeated, along with the possibility to 
withdraw from the study without giving any reason or suffer consequences. They had the 
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opportunity to ask about any doubts before initiating. The interviews were taped with a 
recorder after approval from the informants, and the tapes are stored inaccessible to others. 
Meeting with the informants, openness was weighted to create a comfortable atmosphere, as 
well as time and space where the informants could be able to express themselves.  During the 
interviews, I only used the interview guide when necessary to make the conversation as 
natural as possible. I tried to incorporate and adjust the guide to each individual, because the 
purpose was to let the informants tell their individual story. I was open to topics that appeared 
beyond the interview guide, and followed them up. The interview guide was used as support 
and not a limitation in the interview situation. In line with literature recommendations, I used 
open-ended questions based on topics and themes to give the interviewees space to share their 
experiences on their own terms (79, 81). I also repeated what I heard the informants say to 
clarify ambiguities and avoid misunderstandings, a form of validation recommended by Kvale 
and Brinkmann (78). I tried to avoid leading questions, because it may give answers that do 
not reflect the interviewees’ realities (79).  Following all interviews, I conducted a debriefing 
to secure the wellbeing of the informants, and provide the opportunity to talk about the 
interview or ask questions. All the informants expressed a positive attitude towards the 
interviews and the project. The interviews usually lasted for approximately an hour, varying 
from 40 minutes to 1 hour and 15 minutes. Before leaving, the informants were given the 
opportunity to call me if any further questions or doubts surged, but non of them have 
contacted me after the interviews took place. 
3.3 Analysing the material 
Analysing the material has been a continuous process throughout the study. Even though the 
analysis has gone through different stages, including transcription, theme-based analysis and 
writing process, these overlap. Because theory, analysis and methodological considerations 
influence each other, changes in any of these parts have required revision and new adaptions 
of the others.This manner of analysis is characteristic in qualitative research and serves the 
purpose of bringing out the essence of the material (86). Continuous development and partly 
parallel work with the different stages and parts of this thesis have contributed to the analysis 
of the material. 
3.3.1 The transcription 
All the interviews were transcribed, i.e. written down to be able to analyse the material in 
light of relevant theory (80, 87). To be able to remember the interview situation, the 
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transcriptions were executed shortly after conducting them. By writing down conversations, 
the analysis already started because there was a reduction of the material (80, 82). It also 
provided the opportunity to reflect upon the material in a written form, hence adding a new 
aspect to the analysis beyond the recorded conversations. To reflect the entirety, pauses longer 
than three seconds were marked with “...”. Laughter and relevant non-verbal illustrations, like 
when they indicated body parts through pointing or touches, were written between 
parentheses. Because HSP is a rare diagnosis, I excluded names of places and people, as well 
as the informants’ dialects in order to secure their anonymity. The quotes used in the thesis is 
translated to English, thus recognition is even less probable.  
3.3.2. Theme based analysis 
The data material consists of six transcribed interviews. A theme based approach in a 
phenomenological-hermeneutical perspective ad modum Granehim and Lundman (88) was 
used analysing the material. To get a good overview before initiating the analysis each 
interview was gone through again; the audio file was reheard and the transcribed text was 
reread. Thereafter analysis started and the interview was divided into meaning units, which 
was condensed and coded. When all the interviews were coded, I put similar codes into 
categories and sub-categories. From this process themes emerged, i.e. the common underlying 
meaning of the condensed meaning units, codes and categories (88). I started out with two 
main themes and four subthemes, but because some of the subthemes overlapped, I ended up 
with one main theme that was underpinned by three sub-themes. The analysing process has 
been a continuous alteration between reading the complete text and parts of it. Codes, 
categories and themes have been revised and undergone analysis several times, until I felt I 
had captured the real meaning of the material. It was like Wadel (89) expressed; dancing in 
circles between theory, method and data. As recommended by Lindseth and Nordberg (76) I 
have tried to put my own pre-understanding in parentheses to allow the essence of the 
material to emerge through asking questions to the material such as: What does it really 
mean? What is it all about? As a researcher and physical therapist, I have made my 
assumptions explicit, trying to avoid them influencing the analysis. By analysing the 
interviews, they are abstracted and discussed in light of relevant theory, 
3.3.1 The writing process 
The writing process became a part of the analysis as it represented a further reflection upon 
the material. In line with the hermeneutical circle, going back and forth between parts and the 
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entire text has provided the opportunity of shedding new light on the material, hence evolving 
the analysing process (77). The data material, theory and process of writing have influenced 
each other throughout the elaboration of this thesis. Writing and reading of relevant theory has 
shed new light on the material, and re-reading of the transcribed interviews has resulted in 
need for searching new theory and continuing writing. As Thagaard (86) emphasizes, the 
process of writing gives new understanding of both the theory and the material, hence 
influences the process of need for choosing which aspects of the material are most prominent 
and important in the analysis. Through this dynamic and constantly altering process of 
writing, the structure of the thesis has emerged and resulted in the final presentation of the 
research study. 
3.4 Methodological considerations 
Semi-structured qualitative research interview makes is possible to achieve in-depth 
information about experiences in a nuanced manner, thus it is an adequate method in this 
study.  Even though the method has its strengths, there are also weaknesses that one needs to 
be aware of.The methodical limitations and possible areas of shortcomings are presented in 
the following section. 
3.4.1 My own pre-understanding and position. 
Conduction research within my own field of expertise has its advantages and limitation. As a 
physical therapist, I have met PwHSP and gained knowledge about the diagnosis and 
recommended treatment. This might have enabled me to place relevant questions; on the other 
hand, it might have caused an inattentiveness in certain settings, because as Paulsgaard (90, p. 
81) emphasises; the obvious and implicit may be difficult to articulate. The fact that the 
interviewees knew that I was a PT might have influenced them to select stories they thought 
were relevant to me, as well as subconsciously acting in a manner they thought was desirable 
(86). To avoid such bias I intended to take a naïve point of view and ask questions to 
encourage them to elaborate. I also tried to find the adequate equilibrium between proximity 
and distance in the interview setting. Proximity to the informant created confident frames, 
thus eased the process of sharing experiences, while distance was essential to be able to have 
an overview of the situation (86). It is preferable to be aware of the asymmetrical relation in 
the interview (33, 78, p.52). I could have been perceived as someone beyond a partner of 
conversation, because of my role as both PT and researcher. Conducting this study it was my 
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duty and ethical responsibility to respect and protect the informant as the vulnerable part of 
the relation during all the interviews.  
3.4.2 The selection of informants 
The informants were strategically selected with the purpose of obtaining a rich material to 
enlighten the research question, which I believe was successful. As Thagaard (86) underlines, 
the focus of qualitative studies is to understand social phenomena and not statistic 
generalisation, and the number of informants depends on when the saturation point is reached, 
i.e. when new interviews do not provide new information regarding the research question. The 
6 informants interviewed had different experiences but also similarities, and during the last 
interview new information was scarce, thus indicating saturation. However, one cannot be 
certain if more interviews may have given new perspectives. One possible shortcoming is that 
the informants have little experience with hand-on treatment as a part of physical therapy. The 
usual number of informants in a master-study is 3-5. Including 6 informants has been more 
time demanding, but might have given a richer material and even stronger methodological 
foundation. Two of the informants are related and present quite similar clinical manifestation 
and they have had more or less the same physical therapy intervention. However, their 
perceptions of the experiences differ. This information has given a unique opportunity to shed 
light on the same issues from different points of view, giving nuances to experiences with 
physical therapy. Because the analysis is theme based with the purpose of getting an in-depth 
understanding of each individual’s story, I have avoided comparing the informants. 
3.3.3 The interview setting 
As mentioned I pursued a trustful and comfortable interview setting to encourage the 
informants telling their stories on their own premises. Beforehand I had reflected over my 
own pre-understanding trying to avoid it from limiting me. After conducting each interview I 
went through them critically, and noticed that I sometimes used closed questions and 
confirmed what the informants said where I could have followed up better. Through new 
interviews my skills got better, and as Thagaard (86) point out sometimes closed questions 
was profitable to achieve specific meanings and experiences. This was most obvious in one of 
the interviews where open questions made the informant insecure, while more specific 
questions made her elaborate more. On several occasions, the informants referred to me as a 
physical therapist having knowledge beyond theirs regarding certain themes. They were 
encouraged to tell their thoughts on the subject, and it seemed to make them feel secure. The 
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all over impression is that the informants were positive to the study, hoping it would be useful 
for them and they open-mindedly shared both positive and negative perceptions of physical 
therapy.  
The interviews were taped, and this may have affected the interviewees in several ways. It 
might have made them insecure and caused censorship of what they chose to share. As other 
researchers have noted, my experience is that it was more pronounced the first minutes, then 
they seemed to forget about the recorder (91). Recording sometimes made me repeat 
illustrative gestures made by the informants, and although it might have influenced the 
conversation it worked well as follow up and avoiding ambiguity, and eased the transcription. 
Taping the conversation also made it easier to be attentive and present in the situation, thus 
securing a better quality and a more correct reproduction of what was said.  
The locations of the interviews were the informants’ homes, and sometimes interruptions 
occurred. I should perhaps have underlined the importance of a quiet environment, but on the 
other hand I had to respect them letting me into their homes. The few interruptions caused 
pauses in the conversation, but I do not believe it was of too much importance because we 
picked up the thread and continued talking about the same topic as before.   
3.4.4 The analysing process  
Analysing the material began with the interviews and continued throughout writing the thesis. 
The main focus has been to let the informants’ stories be guiding, and aim to reflect their 
experiences with physical therapy. As a scientist I influence the research process (92), thus I 
have intended to be aware of in which ways and to what extent. Through qualitatively 
analysing the material, it has been elaborated beyond the informants’ descriptions (86, p.158-
159). Central themes have been illustrated by presenting quotes made by the informants, and 
thereafter relevant research and theory has been utilised to discuss the results. Analysing in 
this manner, the informants’ experiences were the starting points while interpreting them on 
three levels in line with Kvale and Brinkman (78), general statements and literature serve as 
the frames for problematising them on a more overarching and theoretical level. In this way 
the material may be of use in more clinical settings or serve as an indication for further 
research. 
3.4.5 Validity and reliability 
There is no recipe for prime quality interviews, but various authors have outlined guidelines 
and advice about the matter. Kvale and Brinkmann (78, p.250-251) describe a method as valid 
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if it reflects the phenomenon it intends to, while reliability is the trustworthiness and 
consistency of the results. Both concepts should be considered in different levels of the 
analysis.  
Before initiating the interviews I had acquired a certain degree of knowledge about HSP and 
physical therapy to be well prepared. Conducting the interviews I tried to stay clear of leading 
questions, because they might influence the informants’ responses, thus compromising both 
validity and reliability. Considering the interviewees’ non-verbal signs and manner of 
communicating also helped me to evaluate if I should continue asking in-depth questions or 
leave it be, thus taking my moral responsibility serious. Engaging in research comprehends 
achieving a strict balance between acquiring relevant information and taking care of ones 
informants (78, p.184-185). By being prepared for the interviews, attentive toward how 
questions were set and sensitive to the relation, I believe the best effort was made to obtain a 
valid and reliable material. 
Transcribing the interviews comprehended a component of analysis, and I strived after 
reproducing them in the best manner possible, knowing that there would be a reduction of the 
material. After writing an interview down, I reheard it while reading the text to ensure that all 
the words were written down, an adequate sign setting was obtained and that pauses and 
laughter were transcribed. As recommended in literature, the informants did not read the 
transcribed interviews because the spoken language may be difficult to recognise in written 
form (78, p.195). The quotes has been translated from Norwegian to English, I have gone over 
them several times and also had them revised by a Norwegian speaking person with a 
masters-degree in English language. The quotes were made reader friendly, without removing 
any of the meaning.  
Analysing the results, I went back and forth between the complete text and parts of it, trying 
to capture the essence of the informants’ experiences, thus basing coding, categories and 
themes on this, rather than my own pre-understandings and assumptions. I continuously kept 
asking the question; what do they really say? As Kvale and Brinkmann (78, chap.12) 
emphasises there is no unison correct way of analysing, and it also comprehends interpreting 
the material beyond what the informants state. To enable the reader to follow and be able to 
critically value my analysis, I have presented quotes and summaries of the informants’ 
experiences in the beginning of each subtheme. Thereafter my own abstractions and 
discussion in light of relevant literature is given, thus making the process more transparent 
and easy to follow. By such a presentation of the results and analysis, reliability and validity 
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is incorporated. As underlined in literature, it has not been my intention to make generalised 
conclusion, but rather create an in-depth analysis and understanding of these informants’ 
experience with physical therapy (78). 
3.5 Ethical considerations 
This study has been conducted according to the Declaration of Helsinki, which focuses on 
protecting the research subjects (93). The outlines of the study, including the interview guide 
and information to informants, was sent to and approved by the Norwegian Social Science 
Data Services (NSD) before initiating the research project. The only change made of the 
initial research protocol, was the number of informants. Written information about the change 
to NSD and a renewed approval was acquired before including the last informant. I hope to 
augment and provide new knowledge about PwHSP’s experience with physical therapy, thus 
presenting a study beneficial for the informants. As recommended I have considered the 
contributions from the informants up against the advantages the study would give them (78).  
All the informants signed a written informed consent, and was informed that they could 
withdraw from the study at any time without giving any reason of suffer consequences, but 
none chose to do so. The privacy of the informants has been protected: dialect was left out in 
the transcription, and in the thesis quotes are translated to English so that recognition is less 
probable. Names, places and other information that might reveal the informants have not been 
written down. The subjects’ life, health, dignity and integrity have not been compromised, and 
by following the guidelines of the Declaration of Helsinki they have been respected and 
useful knowledge has been acquired.   
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4 – RESULTS & DISCUSSION 
In this section, the results evolved through analysing the material will be presented and 
discussed. One main theme and three subthemes emerged. The main theme is entitled 
“Content, coping and structure”. It is underpinned and elaborated by three subthemes: The 
first is “about stretching, passive treatment and routines”. The second is denominated “about 
body-image, intensity and activity”. The third and final is entitled “about relations, ignorance 
and availability”.  
The subthemes will be presented through summaries of the informants’ descriptions and to 
exemplify and pinpoint characteristic features in the material, the results are highlighted with 
several quotes from the conversations. For each subtheme, these result presentations are 
followed by an interpretation on three levels, as suggested by Kvale and Brinkmann (78). 
First, a condensation or summary of the interview texts’ meaning is presented, and then the 
common sense level or general aspects of their stories are pointed out. Through the common 
sense level, the condensation is abstracted to express the deeper meaning of the interviews. 
Finally, it rises to a third level where the material is discussed in relation to relevant theory 
and literature on the subject familiar from the theory chapter. 
To enable the reader to gain substantial insight in the original material and follow the 
analyses, relevant quotes (translated from Norwegian) made by the informants will be 
presented throughout the first part of the result presentation. The quotes are written in bold 
letters, and my comments or questions with normal writing. Relevant gestures by the 
informants are written in parentheses, while pauses lasting more than three seconds is marked 
with … Spoken language often has repeated words or unfinished sentences. To make the 
quotes more reader friendly, this is replaced by (…). This is done without removing relevant 
content or meaning in the participant statements as recommended in literature (78, 82)  
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4.1 Main theme: Content, coping and structure 
The most prominent features in the material form the main theme of this thesis. The 
informants elaborate about the content in physical therapy, both community-based 
interventions and self-initiated exercise, as well as experiences regarding in-patient 
rehabilitation stays in Norway and abroad. Furthermore, aspects of how they manage coping 
with HSP, the disabilities in causes and how physical therapy and activity is experienced 
regarding this are underlined throughout the interviews. At last, the structure, in terms of 
political and systemic constraints as well as organisation of physical therapy in the 
communities and the specialist health care, is emphasised by the informants. 
 
4.1.1 “You feel that you are on some sort of an assembly line” 
About stretching, passive treatment and routines 
A key feature in the material is the informants’ descriptions of stretching of stiff musculature 
in the lower limbs. They say it is an essential part of their experiences with physical therapy, 
typically implemented once or twice a week. For three of the most disabled informants 
passive stretching is the sole content of physical therapy together with other passive 
approaches such as massage and heat therapy. One of the three engages in self-initiated 
exercise several days a week, while the two others are less active. They explain how the PT 
stretches the backside of their calves and thighs, and the inside of the thighs while lying in 
supine on a plinth. Informants emphasise that not all kinds of stretching work, and the effect 
is generally short lasting. One informant bound to a wheelchair elaborates: 
I need someone to stretch me. I think you get much better quality, because you get 
stretched properly, so the PT is a must. (…). Stretching, maintaining the stretch until 
you and the PT can feel it letting go a bit, that’s what works, really. How long is that, 
approximately? Well, they (the spasms) stick for three to five minutes. (…) When a few 
hours have passed, the spasms start working again. 
Another informant utters:  
He (the PT) makes me stretch. I have to do it because I notice if I’m away for a while, 
(…) it’s back to this (illustrates by pressing her thighs together). And then he manages 
to separate them (the thighs) again, right. So you actually get more flexible by stretching? 
Yes I do. Very much so. The PT feels it too.   
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Not all the informants experience stretching as favourable: 
It was a stressful time, and a lot of stretching because she (the PT) was very focused on 
its importance. And she did it in weird ways that were unpleasant. (…) The groin really 
hurt after stretching the legs out to the side (…) She pushed a bit too hard. (…) I could 
barely walk after that, because my leg didn’t work.  
Informants with better functioning often prefer stretching themselves. They describe physical 
therapy as having a more active content, in terms of exercises. The manner of stretching 
varies from plain stretching exercises, positioning while engaging in other activities or 
integrating it as a part of active movements. The latter is described as moving in full ROM as 
a part of for example squats, calf raises or gait. Weight bearing position is emphasised by all 
the informants as a manner of relieving spasms, and exemplified by normal erect position or 
with the ankles in dorsiflexion: 
Earlier, when I stood for a few minutes, the spasms suddenly let go.  
Another describes: 
I feel that I do it (stretching) better myself, then I can really push it. (…) I use all my 
bodyweight, because then I feel it’s more effective. (…) When I groom her (points at the 
dog), her fur, I sit a lot on my knees. It feels good, I can feel a good stretch on my thighs, 
here (touches the frontal part of her thighs).   
When asked if she stretches a third informant answers: 
Yes, I do it a bit at home, and with the squats (…) Are there any stretching exercises you 
feel are working? Yes, the one where you stand in the stairs (…) with the toes on the step, 
and move up and down.  
Besides stretching, other passive treatment of stiff musculature is a part of the informants’ 
experience with physical therapy. They have tried a variety; electrotherapy, laser, massage, 
trigger points, acupuncture and heat in terms of heat-packs or hydrotherapy. The common 
feature described is the limited effect of such interventions. Some utters that it has no effect at 
all, while others describe a short time relief of spasms or stiffness. They all agree that heat 
decreases stiffness and cold has the opposite impact, thus warm climate such as temperature 
in water or air during active workouts is preferred. They claim the best effect of passive 
treatment is relieving acute pain and secondary muscular problems in non-affected upper 
body or limbs. Three of the informants report muscular pain in the upper body in periods. 
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They all have received massage, acupuncture or trigger point treatment to ease the pain with 
the following outcome: 
A couple of rounds with massage, and it (neck and shoulder pain) lets go. (…) Massage 
is ok enough, the muscles relax a while, but the effect isn’t there for very long  
A second person informs: 
When she sets the needles here (points to the calves), I get a lot softer and have much 
more control of the foot. 
Yet another states: 
I have attended reflexology and I have tried acupuncture (…) But nothing works on this 
(HSP).  
Sharing their experience of physical therapy, routines often come up. The immediate 
perception of routines among the informants is that they are boring and demotivating, 
something that is requested to control the symptoms and progression of HSP. A few 
informants describe a limited systematic approach as a means to improve physical abilities to 
achieve functional goals, but the routines are typically long lasting with no defined ending 
point. One informant describes his experience like this: 
If you have a chronic condition you get sick and tired going routinely to a… to physical 
therapy. (…) I wish that we could develop it a bit further, not because of the effect, (…) 
but to get some other input. It is simply boring, doing the same thing over and over 
again.  
Another opines: 
It’s boring (…) If you’ve been there a billion times, you get tired of it. (…) They (the 
PTs) probably just do what is necessary. So I don’t think it is possible to do anything 
different to make it fun. 
When asked about goals in therapy, most of the informants answer that they do not have any 
specific goal apart from maintaining function and slow down progression of HSP. When 
asked if he has any goals in your exercise, one informant responds: 
No. Now I’ve given up. I had a goal to keep away from wheelchairs and such. But I don’t 
think I’ll make it. I don’t believe so. But I’ll hang in there a couple of more years. 
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The general experience among the informants is that stretching or moving in full ROM 
is important to prevent stiffness and limitations of movement from getting worse. The older 
and more affected ones find manual stretching a necessary part of physical therapy because 
they cannot manage it on their own. It is often the sole content together with other passive 
strategies. The informants describe that the perception of stretching in the situation as well as 
the effect following the session is dependent on how the PT conducts it. They emphasise the 
need for weight and duration of the stretch until a “let go” in the musculature is achieved and 
avoidance of too much push as pain arise compromising walking afterwards. Younger 
informants who still have the ability to walk often prefer stretching themselves or moving in 
the full ROM as a part of active exercises to manage experienced stiffness. The informants 
describe how passive treatment is used to a great extent by their PTs. The experienced effect 
on stiff musculature, however, ranges from short lasting to none. One informant reports better 
control of movement in her foot following triggerpoint treatment with needles on her calves. 
Everyone agrees that heat is beneficial to reduce stiffness, but it only works in the moment. 
The physical therapy in their everyday life is experienced as characterised by routines. These 
are considered by the informants as necessary to manage stiffness, but they all agree that the 
repetition makes it boring and demotivating.  
The informants’ statements highlight various forms of stretching as a main physical 
therapy intervention to prevent contractures and decrease of pathologically increased tone of 
musculature in the lower limbs. Stretching is often conducted in combination with other 
passive approaches or as a part of self-mediated exercises. Furthermore, the informants’ 
stories direct attention towards aspects regarding routines and lack of specific goals. 
Variability and progression in physical therapy programs to PwHSP are limited, indicating a 
general challenge regarding these aspects when patients have chronic progressive diseases. 
 
Based on the newest Cochrane review (61) of passive stretching in neurological 
patients, one might draw the conclusion that stretching is useless. The experiences of my 
informants, however, draw a more nuanced picture, indicating grey zones in the matter. The 
million dollar question is: What causes these differences of opinion? There is no 
straightforward answer, but in-depth reflections might help to clarify some ambiguities.  
The informants’ experienced stiffness may be due to spasticity caused by cortico-spinal 
pathology or secondary negative changes in neuromuscular plasticity. According to relevant  
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literature, the reduction in stiffness experienced during stretching is probably due to viscous, 
transient deformation of musculature or augmented subjective tolerance to stretch, and not 
reduction in spasticity itself (19, 61, 63). Looking into the Cochrane review (63) findings 
actually confirm my informants’ experiences. A short, immediate increase in ROM due to 
stretching may occur and is explained by muscular adaptions. Immediate (0-24 hours) and 
short-term effect (24 hours to 1 week) ranges from 0 to 7 and 3 degrees increase in ROM, 
respectively. Long-term effect (after 1 week) varied from 2 to -2 degrees (61). 
The informants’ statements regarding the need for using sufficient weight or push until a “let 
go” is perceived may be related to the need for exhausting the involuntary contracting spastic 
muscle, in order to facilitate lengthening. The descriptions of a “sudden let go” indicate that 
there might be an uncontrolled release of concentric muscular activity and not only viscous 
elasticity. This may reflect that prolonged shortening may influence neural activity in 
inhibitory interneurons in terms of short time potentiation and reduction in excitation of 
motoneurons. A problem in general passive stretching and maintaining one position is the 
lack of differentiation of which parts of the muscle that are stretched. The shortest parts or the 
muscle limits further elongation of muscle fibres that do have this ability. Raine et.al. (51) and 
Gjelsvik (41) describe specific manual techniques like vibration on the tendons to facilitate a 
differentiated muscular release as opposed to just pushing until the muscles let go. Another 
disadvantage using a general push is the danger of micro ruptures that may cause pain, as 
perceived by one of the informants. Such ruptures are known to produce more collagen and 
less elastic fibres when repaired (52), which is unfortunate because collagen tissue does not 
respond well to stretching, a notion that is confirmed by Katalinic and colleagues (61). An 
increase in collagen fibres also occurs due to contractures. Avoiding such secondary changes 
in muscular viscosity and elasticity is crucial.  
 
The effects of stretching as a part of active movement is not considered in the 
Cochrane review (61), which is limited to passive stretching. Furthermore, the effect of taking 
out full ROM daily is not included, thus leaving certain unanswered questions. The 
participants in my study all agree that full ROM is important in managing stiffness and 
prevent it from getting worse. Considering theory on the matter, this may reflect the 
importance of normal movement as a means to maintain the viscoelasticity of musculature 
and subjective tolerance to stretch (19, 61, 63). As normal movement patterns usually are 
impaired in people with HSP, so is the possibility to normal utilisation of musculature. In 
34 
 
patients unable to pursue full ROM, stretching could be a means of maintaining adequate 
movement if done at least once a week and 20 seconds of each stretch. This assumption is 
based on the Cochrane review (61) above, which shows no reduction in ROM if stretching is 
done this frequently. However, it is important being aware of the lack of control regarding 
what participants did besides stretching; other treatment or general activity could have 
contributed to the results. Thus the assumption may be biased, signifying that stretching once 
or twice a week without activity may be in vain. Another important point is that to PwHSP 
who have the ability to move in full ROM, this may be sufficient as found in normal 
individuals, thus indicating that stretching might be redundant. This shifts the focus from 
stressing stretching to the importance of good alignment as basis for improving movement 
patterns which include full ROM.  
 
The informants often prefer weight bearing activity or positions in managing stiffness. 
As pathologically increased tone causes an internal torque on joints, the counterforce has to be 
larger to enable movements in full ROM. Dorsi-flexors may not have the sufficient force to 
carry out normal dorsi-flexion if the pathological torque of the plantar-flexors is too great, like 
in PwHSP (41). Through weight bearing positions it is possible to use body-weight and 
gravity to force the ankle in dorsi-flexion despite of pathologically increased tone in plantar-
flexors, which might be an explanation of the informants’ preference. Positioning in weight 
bearing is used as a means to prevent contractures in neurological patients; the effect, 
however, is debated (43; p. 248). A study by Ben and colleagues (94) indicates a small 
increase of ankle mobility in patients with recent spinal cord injury when standing 3 times a 
week for 30 minutes. There are also indications of how weight-bearing reduced pathologically 
increased tone due in neurological patients to decrease in neurological excitability of 
motoneurons (43; p. 298). These results underbuild the informants’ experiences of weight-
bearing positions as beneficial to maintain ROM and reduce experienced stiffness. 
Furthermore, active stretching by the means of squats, calf-raises on steps or gait makes it 
possible to obtain full ROM in plantar-flexion if the alignment is appropriate. PwHSP who are 
too impaired to engage in such activities still need an external force to counteract the potent 
plantar-flexor activity, and manual stretching by PTs might be a solution. 
The material shows that passive stretching to achieve optimal ROM seems to be considered as 
a separate phenomenon; a goal in itself and not as a part of achieving optimal alignment to 
initiate active movement as argued for by for example Gjelsvik (41) and Raine et.al. (51). 
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Self-initiated stretching of e.g. the dorsal calves through weight bearing in standing involves 
stabilising the rest of the body and simultaneously elongating the plantar-flexors of the ankle. 
Stretching of the same muscles in supine does not involve any postural activity of the patient, 
and the carry over effect from stretching in supine to activities in weight bearing position 
might be limited (41). When the informants conduct stretching as a part self-assisted 
exercises, the aspect of integrating ROM in meaningful activities seems to be more taken into 
consideration. Integrating control of optimal muscle length in plantar-flexors while standing 
may involve postural adjustments, and therefore use-pressure in the situation that often elicits 
uncontrolled plantar-flexion or clonus. Repetition of these activities over time may also lead 
to motor learning as described in the theory. This may account for why the informants being 
able to do stretching themselves in this position felt that it was more effective than if the PT 
did it passively. It might also explain why the duration of effect of passive stretching is 
perceived as limited by the informants.  
 
The limited duration of effect in other passive treatment reported by the informants 
coincide with literature concerning such approaches described in the theoy chapter (43, 51, 
65). A relevant question to place is: Why does passive stretching and other passive treatment 
strategies occupy such a large part of the informants’ physical therapy if the effect ranges 
from none at all to short lasting? One might assume that a brief increase in ROM or reduction 
of stiffness for example in the ankles represents a short term change in the individual’s 
constraints and may lead to a change in the distribution of movement in balance and walking. 
The informant who says controlling active movement of her foot following triggerpoint 
treatment with needles might be considered confirmative to the importance of consecutively 
follow up and integrate passive treatment in optimising active movement. However, as user 
pressure is a key in motor learning, integration in active movement seem essential (41, 70). 
The tendency in the material, however, does not point in this direction. Passive treatment is 
most often distributed outside the frames of active physical therapy and exercise; hence 
indicating that there is a potential for development of the physical therapy offered to PwHSP.  
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Regarding the informants’ perception of routines in physical therapy, literature 
confirm how lack of variation evokes loss of interest, attention and motivation, thus limiting 
the situation as a potential arena for motor learning and possibilities of advances (38, 53, 70). 
Routines described in the material may contribute to stability, predictability and the 
possibility of systematical surveillance of for example ROM in affected joints. The 
informants’ description of passive treatment routines seem to reflect a reduction of the patient 
to an object that has to be “done something with”, rather than an interactive experiencing 
body-subject as emphasised in phenomenology (67). Passive routine-based physical therapy 
might also mirror the challenge of managing a progressive neurological disease, as well as the 
low expectations regarding the possibility of a positive change in neurological patients, as 
described by Dietrichs (18). According to theory regarding motivation and coping described 
in the theory, the task needs to be varied and attractive for the patient to engage in. Hence 
bring out the feeling of coping and motivation in the individual because this increases the 
probability of the patient to continue (70, 73, 74). 
 
The fact that goals in the informants’ physical therapy mainly involve maintenance of 
function might confirm the notion of low expectations of advancement in PwHSP by the 
means of physical treatment. One question may be; why do the informants have so low 
expectation to physical therapy? The answer based on the results in this part of the material 
might be that they have not experienced any improvement due to passive strategies except 
some reduced stiffness for a short time. Boring and demotivating treatment will in accordance 
with Fadnes and colleagues (70) compromise the patients’ intrinsic motivation in treatment, 
and it is more probable to stop attending therapy. Considering the existing recommendations 
of physical therapy as an important intervention regarding PwHSP (11), this would be an 
unfortunate outcome. If the patient continues physical therapy despite of feeling demotivated, 
the outcomes and effects of treatment may suffer as described in the theory chapter. 
Furthermore, routines and lack of specific goals can in accordance with theory on motivation 
(70, 73, 74) be considered a factor of extrinsic demotivation, while variation in working 
toward achieving a meaningful goal might have the opposite effect. Regardless of the reason 
for routines, the importance of how it influences the informants’ perception of physical 
therapy is evident in the material of this study. 
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4.1.2 “Keep going with the things you find fun” 
About body image, intensity and activity. 
All the informants have several years of experience from attending physical therapy, both in 
the municipalities and in the specialist health care. Some initiated physical therapy 
immediately after diagnosed with HSP, while others waited until the symptoms became more 
pronounced. For most of them it was when balance became disturbed, walking started to 
become difficult, pain arose and stiffness in the musculature became a problem that they 
actually started attending physical therapy or began self-initiated training on a more regular 
basis. Some relate this to the time needed to realise the influence of the disease, and one of the 
informants expresses it like this: 
It’s so strange. I guess I didn’t realise how bad this (HSP) really could get. No, I don’t 
know. I guess I’ve lived with the belief of; when does it stop?  
Another informant diagnosed in 1973 describes it like this:   
In 2004, I think, I started understanding that physical therapy was important. (…) You 
realise that you have gone relatively far down the hill. So I had to try finding something 
to stagnate the development.   
Another engaging in self-initiated training says: 
I began exercising at the gym because I started noticing it on the musculature, that there 
was something special. In the musculature and tendons (…) Some kind of gnawing 
feeling, soreness in the musculature if it didn’t get used. And it did hurt, properly. But 
as long as I exercised I felt that that sensation went away. (…) It’s like you lose the 
contact with them (the muscles) and feel that things disappear a bit. 
To manage their HSP, all of the informants rate activity as the most important intervention. 
They particularly describe the need for preventing stiffness from getting worse and underline 
the importance of maintaining the ability to stand and walk. When asked about paresis, they 
do not experience it influencing their function very much. Inactivity is described as a source 
of increased stiffness and cramps, as well as a more rapid loss of function. They all agree that 
physical activity on a regular basis positively influences management and the process of 
slowing down HSP symptoms and progression. However, most of them do not describe these 
activities as parts of physical therapy. One of the informant states:  
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Physical activity, without so much strain that you get strain injuries of course, that’s 
important for the development of this diagnosis. I’m a hundred and ten percent sure 
about that. Any physical activity in specific? No, just keep oneself going, keep walking, 
try to stay on one’s feet as long as possible.   
Another says: 
My encouragement is really just to keep going with the things you find fun. Because the 
most important is to just keep going. It does not help to sit down, I’m convinced of that. 
(…) If I had sat down, I wouldn’t have been able to get up again, and I have experienced 
it (…) Because I had problems with my back, I had to use a wheelchair (…) and then I 
didn’t get up again, because I stiffened in that position. For how long did you sit? One 
week. 
Apart from engaging in general physical activity, some of the informants emphasised how 
performance of movement has an impact on how they experience bodily stiffness. They 
describe exercises that were too difficult to conduct or too heavy to trigger more spams and 
stiffness. In addition, they primarily relate positive movements to gait or weight bearing 
positions. The need for external facilitation is described, for example by the means of an 
ellipse machine to be able to achieve the desired motion. Attention towards making the right 
movement and trying to transfer it to other activities, like walking, is also mentioned as 
beneficial. One says: 
I think that the treadmill has the effect that if you manage to get a foot roll and such, 
you get to use the muscles and stretch it at the same time. (…) I often get cramps and 
spasms at night, but I feel that it has become a lot better after doing what I do.  
All the informants have undergone intensive training, either self-initiated exercising as a part 
of their everyday training or intensive in-patient rehabilitation stays. Getting sweaty and tired 
by using the musculature and body is appraised as favourable by several of the informants. 
Their experiences with intensive exercises are rated as positive, and they describe better 
function, more endurance, increased level of energy and a better mood for a longer period of 
time afterwards: 
I attended fourteen days of intensive training. Five days a week, two sessions a day. And 
that was effective, I’ll tell you! It was positive in every way, both physically and 
mentally, especially the last. Because when you get a bit better physically, it is amazing 
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how that influences the head. (…) Let’s see, when did we get home? It was the 17th of 
September, and I can still have that effect (10th of October).  
A second person says with regard to self-initiated training: 
So I tried out different variations. As I said, training hard, easy and varied. The best 
effect that I have is really to exercise heavy and a lot, preferably every day. What 
happens if you exercise twice a week? There is no benefit from it. I lose my motivation, 
and my muscles start hurting. 
Yet another informant elaborates: 
It (heavy exercise) is lovely. It feels very good. Really! I feel really good about myself. 
(…) Both the fact that I use my pump (heart) a bit and feel tired. (…) And to have a 
clear conscience because I have exercised properly, used my body.  
The informants describe an augmenting loss of function and problems engaging in physical 
activities as their HSP progresses. Many have given up activities they used to participate in 
because of impaired balance or inability to run or walk independently. They have turned to 
alternative exercises, preferably activities experienced as fun and motivating. They report that 
this happens through in-patient rehabilitation stays or self-initiated training. Because of the 
social aspect, several informants consider group exercising as desirable. One of them reports:  
I thought the group training was quite fun actually. (…) You got challenged by a 
counterpart as well.  
Another states: 
I have so much irritation over my own function, and it feels very good when there is 
something that I master. (…) I have one of those sit-skis I use in the cross-country slopes 
in the winter. (…) It gives such a feeling of mastering.   
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HSP symptoms and progression are reported to influence important functions such as 
gait and balance, and stiffness is described as the most disabling symptom. They say that 
these aspects are the main reasons for commencing physical therapy or self-initiated 
exercises. They agree on activity as the best intervention in managing muscular stiffness and 
slowing down HSP progression. Even though general activity is emphasised, weight-bearing 
exercises are often mentioned and movement quality (such as normal gait) is experienced as a 
direct cause of relieving stiffness and spasms. To get the best effect, intensive exercise in 
terms of frequency, duration and workload is considered a very important variable. For some 
intensive training is a part of their everyday routines, while others have attended intensive 
rehabilitation. However, none of the informants report it being part of community-based 
physical therapy. Periods of intensive exercising improve their function for a longer period of 
time. Finally, the joy of movement is emphasised by the informants. It may be in terms of 
engaging in meaningful activity or exercising with others; preferably both components. 
Again, they experience lack of these aspects at their community-based physical therapy. 
The informants’ stories highlight the relationship between bodily sensations and the 
attention towards their own body, as well as impaired physical functioning and perception of 
self. Even though diagnosed with HSP, the informants describe experienced altered bodily 
sensations in terms of dysfunction to be the motivating factor of engaging in physical therapy, 
reflecting a late timing of initiating physical interventions. Furthermore, their statements 
direct attention towards the significance of meaningful, intensive exercise, movement quality 
and weight-bearing activities. In addition they suggest which neurobiological mechanisms 
that may underpin the effect of intensive interventions in HSP.  
 
The informants’ descriptions bring out the importance of how their body image 
influences when physical therapy is initiated and how it is experienced. Their stories call for 
an  understanding of the symptoms and disturbed sensory motor capacities following HSP as 
more than only disturbed neurobiological processes as described by Gallagher (67). The 
picture painted by the informants of how they often await initiating physical therapy or 
activity may reflect the process of realising they have a progressive disease, and how it 
becomes increasingly apparent as functional problems augment. In line with Gallagher (67) 
and Leder (68) attention towards the body increases when it is perceived as painful or 
problematic to move. Their stories indicate a gradual shift towards the progressive dys-
appearing body, to use Leder’s term (68). Several components can contribute to this 
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experience of a dys-appearance. The primary neuropathology of HSP causes gradually 
progressive positive and negative symptoms. Several authors point out how the body 
automatically adapt, intending to cope with its surroundings, leading to changes through 
neuromuscular plasticity and motor learning of e.g. compensatory strategies (41, 70). These 
considerations may be extended and seen as incorporation of experiences in the body-as-
subject. The altered sensory motor processes are normally to a large extent unavailable to the 
persons’ consciousness or at a pre-reflective level, thus shaping the body schema. Because 
deterioration surge gradually one might assume that it takes time before the deviations in 
body schema become so prominent that they “claim” the augmented awareness towards the 
body or lower limbs. The informants describe their problems related to ADL, irritation 
regarding their disabilities and how they cannot engage in the same activities as before 
because of the disease. This might mirror that reflective attention towards the dys-appearing 
body and consequences of disabilities provide changes in how they perceive themselves. Such 
alterations in what the informants think about themselves imply changes in their body image, 
and a conscious perception of altered function.  
The reason why physical therapy or self-exercising is initiated when movement becomes 
difficult and pain arises, may in line with a phenomenological perspective of the body be seen 
as a realisation of dramatic changes in the body-as-subject (67). Their possibilities to interact 
with the surroundings are reduced, or as Gibson (95) denominates it: the affordances around 
them diminish, hence compromising their ability to engage in their everyday projects. The 
motivation to start physical therapy or active training may be based on these insights, and 
seen as an attempt or wish to restore their previous body image or dis-appearing body. They 
may seek eu-apperance and movement control enabling them to engage in life as agentive 
subjects. Based on this phenomenological perspective, the initiation of attending 
physiotherapy can be seen as driven by the more essential aspects of being a human being.  
Cognitive processes are important for living and coping with a progressive disease 
such as HSP. Experiencing disturbed sensory motor capacities, augmented awareness of one’s 
body feeds into the body image and shapes what the person thinks about himself. Thus, 
acceptance of disease seems to be closely related to the neurobiological processes in which 
movement, sensation and perception as aspects seem vital. Furthermore it is described as 
aspects of embodied intentionality (67). Acceptance or realisation of having HSP seems to be 
constructed through the progressive disabilities that change what options  there are for 
engaging in meaningful projects. 
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Because of their functional problems and dys-appearing body image, people seek physical 
therapy. The patients’ bodily experiences are important to acknowledge for their PTs to be 
able to understand the perspectives of their patients, and offer a treatment coinciding with the 
patients’ current perception of their own condition. PwHSP hold first-hand information on 
what it means to live with this disease, as well as interventions that reduce the feeling of a 
dys-appearing body. This also applies for the feeling of increased experience of eu-apperance 
to use Zeiler’s (69) term, hence an important contribution to choosing the appropriate 
treatment in physical therapy.  
  
The informants rate intensive activity as the most important manner of maintaining 
function and slowing down progression; they report long lasting effect after such exercise, 
and even an increase in functional abilities and mood. This indicates how intensive physical 
activity influences the perception of self and causes feeling of eu-apperance through positive 
neuromuscular plasticity. Even though specific research regarding physical therapy and HSP 
is scarce, other literature, like analysis of gait pattern and balance or functional neuro-
imaging, might contribute in underbuilding the experienced alteration in body image. 
The primary progressive neuropathology of HSP will always be present and is less likely to be 
reversible or influenced by physical therapy; secondary learned compensatory strategies and 
learned non use, however, are (41).  
Turing towards studies comprehending functional neuroimaging like positron emission 
tomography (PET) and functional magnetic resonance imaging (fMRI), it is possible to 
broaden the perspective regarding abnormal chances in functioning of the brain (96, 97). Such 
studies confirm structural and functional changes in the central nervous system that go beyond 
known neuropathology directly caused by HSP. By the means of fMRI Karle and colleagues 
(96) suggest a widespread affection of both sensory and motor neural pathways, as well as 
affection of the central and the peripheral nervous system. The authors contribute the finding 
to possible unknown underlying patho-mechanism. Furthermore, Koritinic and colleagues 
(97) describe how PwHSP present a reorganisation of cortical motor systems, and an 
increased activation of cortical patterns, reflecting an augmented motor effort in performance 
of motor tasks. The study also shows atrophy of corpus callosum, cortex cerebri and 
cerebellum in people with pure HSP, suggesting that structures not directly affected by HSP 
neuropathology also suffer impairments. 
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Even though the assumptions of unknown neuropathology stated by Karle et.al (96) are 
possible, this perspective might also be a biased and too limited. Instead of searching for the 
reason within neuropathology, one can take a step back and look at the whole individual and 
its constant interaction with the surroundings. Based on the knowledge regarding mechanisms 
of neuroplasticity described in the theory chapter as well as the informants’ experience of 
intensive activity as a source of better functioning, this provide another answer. These notions 
indicate the findings might be a result of use dependent compensatory strategies and learned 
non-use as the individuals constantly strives to cope with tasks and environment. Although 
compensations might serve as a mean to cope with tasks and environment, this does not mean 
that they are the most appropriate manner to do so. According to Gjelsvik (41, p; 80-89) 
compensations might even limit development of more efficient movement in persons with 
neurological conditions such as PwHSP, hence undermining their full potential. With 
neuroplasticity in mind it is evident that these changes in movement cause negative 
neuroplasticity, e.g. as found in the studies on functional neuro-imaging. These assumptions 
are strengthen by the solid base of knowledge regarding genetic mutations and which 
malfunctioning caused by the affected proteins described in the pathology of HSP. 
Furthermore, there exists studies regarding functional activity in PwHSP, more specifically 
analysis of gait and balance as described in the theory. Although the researcher primarily 
relates altered movement and impairments to cardinal symptoms of HSP a closer look, reveal 
that is might be more complex. Flexion of lower extremities decend the body’s centre of mass 
to keep stable and shorter stride-length might reflect how hip-musculature has taken the 
assignment of maintaining proximal stability rather than mobility. Reduction in anterior 
postural sway may reflect a co-activation of flexor and extensor musculature to ensure 
stability of lower limbs, and augmented medio-lateral sway can be partly due to hip-adduction 
as a means to obtain proximal stability. These adaptions among others might be an expression 
of how PwHSP strive to maintain balance and the ability to walk by the means of 
compensatory strategies.  
Comprehending the mechanisms and expressions of the compensatory strategies and 
secondary symptoms of HSP is important because the informants’ positive experiences with 
intensive activity might reflect a process of reversing such processes through motor re-
learning. Physical therapy and active exercises may serve as means to change compensatory 
strategies.  
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The informants describe good quality of movement as important, and this draw the 
attention towards the need for addressing compensatory movement strategies by changing the 
manner of moving. Exercises allowing compensation will only strengthen already existing 
neural networks (41) body schema and body image, thus maintaining and inclding augment 
the patient’s perception of his or her dys-appearing body. By executing user pressure upon 
neuromuscular systems, e.g. by the means of better alignment and adequate muscular 
activation over time motor learning of more appropriate movement patterns can emerge (41). 
Thus the neural representations of the body and neuroplasticity are positively influenced, and 
the body can be perceived as less dys-appearing. The informants confirmed this; one of them 
elaborated how pursuing a correct gait pattern relieved pathological increased tone, in terms 
of muscle cramps. Movement quality is also important in muscular plasticity because the 
adequate movement is required to activate musculature, which is responsible in this function. 
Depending on workload and duration, one might achieve better muscular endurance or 
strength. As described by the informants, good quality in active exercises like squats, calf 
raises or gait reduces pathologically pathological increased tone and the feeling of a dys-
appearing body, indicating positive short-term and long-term neuromuscular plasticity. 
 
The informants emphasise the importance of weight bearing activity. As discussed in 
the previous sub-theme, this might reflect the need of a counterforce on spasticity and 
exhausting involuntary concentric activity in the musculature, as well as possibly stimulate 
the activity of inhibitory interneurons. The informants describe how conducting weight 
bearing activity often is experienced as difficult and they provide a solution through external 
facilitation. Although they only mention machinery, the PT might provide required external 
facilitation to enable the patient to achieve better alignment, movement quality and balance 
(41; p. 80-84). Passive strategies mentioned in the former subtheme can be a part of the 
facilitation because they provide a short improvement of stiffness and ability to move. Hands-
on facilitation in movement can also provide stability needed to move, and is one manner of 
environmental adaption as a means to achieve a certain task, like walking (gjelsvik, kap 2). 
Sometimes it might be adequate to divide complex movement into parts, to for example 
strengthen weak musculature in other positions and then practice the task again. It is 
important to remember that the purpose is to educe the patient’s potential, thus external 
facilitation should be a means to provide frames for motor learning, increased independence 
of the patient and eu-appearance. 
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Based on the material coping and motivation is weighted as important in physical 
therapy. And although knowledge about neuropathology, plasticity, compensatory strategies 
and treatment techniques is very important in physical therapy, motor learning also depends 
on the patient’s coping and motivation. As argued by Gjelsvik (41) the PT needs to engage in 
finding the patient’s project, meaning that interventions and activity need to be meaningful to 
the patient and evoke a sensation of coping. As mentioned in the theory chapter coping is a 
strong cue for motivation and the likeliness of engaging in similar activities. The informants 
of this study confirm how coping, motivation and joy of movement are important to manage 
HSP. To continuously adapt physical therapy to the progression might by challenging, but 
also essential as an active approach seems to be the preferred manner to cope with the disease 
and the disabilities it causes.   
The informants’ stories reflect how community-based physical therapy does not 
include all the aspect they experience as effective in managing their HSP. For half of them, 
activity, intensity and movement quality are not integrated parts of treatment used by their 
local PTs; they are limited to in-patient rehabilitation stays or self-initiated exercise. This fact 
renders the possibility of improving community-based physical therapy offered to PwHSP to 
elicit coping and transform their experience of the body from dys-appearing to dis- and eu-
appearing; in other words another perception of self. 
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4.1.3“He sees the totality in the human being” 
About relations, ignorance and availability 
Consensus exists among the informants about the importance of the relational aspects with the 
PT; this is prominent in the material. They describe how their relationship to the PT and his or 
her personal qualities influence how they experience physical therapy. The informants 
elaborate by referring to both positive and negative memories on the subject: 
The PT I have now, he’s very good, committed and it’s possible to talk to him, to find 
solutions. And he is willing to listen to what you say. If he wonders about stuff, he comes 
along, tries it out and observes. He’s open for most things. He’s not interlocked in the 
system, but he sees the totality in the human being, and wants to find a solution for that 
person. 
Another informant describes: 
 It’s important to have a PT whom you can talk to and can have a good dialogue with. 
And ask stupid questions to (…) I couldn’t handle the substitute PT. It’s a shame to say 
it. She was really stressed. (…) She smiled a lot, but just with her mouth, not her eyes. I 
found this period hard. (…) I think that it made me not go there as often. I didn’t go 
there on my own. Or maybe that is what I did? I haven’t thought about it that much. 
But I wasn’t that eager. It wasn’t as important if there were sessions every week. It was 
a duller period when she was there. It was more exhausting to go there. Now it is much 
nicer, we can smile and laugh a bit, and goof around.  
Two of the informants describe their relationship to the PTs in their childhood:  
I was so sick and tired of that bitch (the PT) that I thought she smelled bad (int 3, p23A).  
And: 
I hated it (physical therapy). (…) I remember walking back and forth on the floor. (…) I 
was lying on my back, having to try to get up. I remember that I could not do it.  
Apart from relational aspects, informants describe their expectations towards physical therapy 
and the PT, as well as how these coincide with their actual experiences. They view the PT as a 
professional that should enhance the ability to give adequate treatment and advice about 
physical management of their condition. However, some make explicit how they are aware of 
the rarity of HSP, thus understanding if the PT has limited knowledge about the diagnosis. 
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Informants describe how the content of physical therapy is influenced by advice from other 
professionals, like the referring neurologist. They appreciate when the PTs engage in 
augmenting their knowledge and understanding of HSP to various extents. One of the 
informants changed PT and describes the reason for doing so as follows:   
He (the PT) should have learned about my diagnosis, so that he knew what to do (…) 
But when he doesn’t know what is right, there is no point to it.  
Another says: 
Well, now we are touching HSP and ignorance, right. I have always had the traditional 
stuff at the PT’s. Getting massaged a bit, and kind of working very little myself. And I 
never thought it gave any effect, besides wasting a couple of hours a week.  (…) I 
understand that there is a billion different diagnoses; (…) so that one PT knows every 
diagnosis is impossible. That is why it is so important to have a common database for all 
these diseases. (…) So that the PT easily can find medical information 
A third informant narrates:  
What was your expectations regarding physical therapy when you began? (…) To get help 
and good advice. (…) Smart ways to maintain the body, when you’re not the way you’re 
supposed to. She (the PT) has three or four patients with HSP and finds us interesting. 
That’s an inspiration. And she’s often eager to try new things.  
The informants talk about the availability of physical therapy. They describe attending in-
patient rehabilitation stays maximum a few times a year, and expresse uncertainty as well as 
hopefulness of returning. Some say they are denied repeating rehabilitation at the same 
specialised health care institution because they have been there before. Sessions in 
community-based physical therapy are typically limited to 30 minutes once or twice a week, 
or for two of them; once every two months. Stressing situations and lack of time are reported 
to be an issue, because they feel they need more consultation, but the possibility to influence 
it is limited. An informant sitting in a wheelchair says: 
She (the PT) just schedules me for half an hour, and during that half an hour I have to 
undress and dress again. So the treatment time is relatively short. I find that a bit 
stressing. (…) The best would have been to have a whole hour, like in Spain. You get a 
completely different effect of that arrangement.  
A second quote: 
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I should be at the PT’s two or three times a week, but I just go once. It has something to 
do with the fact that when you’ve gone there a while, even a week goes by very fast. And 
the PT has waiting lists up to her ears, so she has a dilemma in that way.  
Another informant describes:  
He didn’t care in a way, and if we didn’t contact him, he didn’t contact us. This is at the 
local gym, where we exercise. (...) So we saw him quite a lot, but he didn’t even pass by 
to ask how we were doing. (…) And it was impossible to get hold of him, and he never 
returned my calls. 
The relational aspect with their PT is emphasised as important by the informants. They 
appreciate a PT that listens, answers questions, takes interest, is open-minded and caring, 
among other things. The interpersonal relationship influences their valuation of the therapy as 
either positive or negative, and serves as a motivational factor to some extent. The 
expectations to physical therapy uttered by the informants involve getting help from a 
professional because of problems related to HSP. Some assume that the PT has the expertise 
needed to deal with their condition, while others acknowledge that the rarity of the diagnosis 
makes it difficult. Still the PT is expected to seek relevant information. Through their meeting 
with PTs, they all have experienced lack of knowledge. Regarding availability of physical 
therapy, the informants describe neither getting as much time nor the number of session in the 
municipalities as they feel needed. This also applies for in-patient rehabilitation stays in the 
specialist health care. 
The informants’ stories accentuate how the relationship between the PT and the patient 
influences their experience of physical therapy. Furthermore, their statements draw the 
attention towards the importance of knowledge about HSP among PTs in the municipalities, 
as well as availability of physiotherapy both locally and in the specialist health care - a theme 
that is of relevance regarding the neuroplan, the coordination reform and distribution of 
specialists in neurological physiotherapy.  
The importance of a good interpersonal relationship between patient and therapist as 
described by the informants is underpinned in literature. Schibbye (98, p.245). Emphasises 
how a good relation and dialogue, as well as the desire of alteration might be even more 
important than the methods used in therapy to obtain change. Wormnes (99) points out how 
the therapist needs to understand the patient’s situation and former experiences, to listen and 
be open-minded. These are all aspects weighted as important by the informants in this study. 
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It is relevant to draw lines to environmental factors’ influence on the individual, as safe and 
trustful frames are a part of the surroundings. Such aspects are also a basis for providing good 
physical therapy. The informants’ stories also comprehend the negative effect of a bad 
relationship to the PT, thus underpinning the effect of the relational aspects upon the 
experience with physical therapy. Through their descriptions, some of the informants seem to 
settle with a good relationship, even if therapy itself is perceived as characterised by boring 
routines, limited treatment time and lack of active content. This may reflect a disbelief in 
physical therapy as rendering the possibility of causing positive change or augmenting 
function. It might also be linked to limited availability of local PTs or the redundancy to 
change because it holds the possibility of a bad relationship with the new PT.  
For some of the informants, however, a good relation to the PT is not enough if they 
experience lack of knowledge or ignorance, which may influence the lack of adequate 
treatment offered. As described by Grose and colleagues (11) the informants confirm that 
knowledge about HSP seems to be scarce among community based PTs. The informants 
describe how some PTs solve it by engaging in augmenting their knowledge, while others 
choose to follow advice offered by other professionals. One example given is a PT that solely 
stretched because the referring neurologist recommended it. One might question if the PT 
made further reflections upon following this piece of advice, and if the treatment was 
considered as adequate and sufficient. Considering the former sub-themes it is likely that 
ignorance and lack of proper reflection regarding the patient’s current condition might result 
in inadequate physical treatment, hence compromising a positive experience among PwHSP.  
Another common feature in the material is availability. Lack of time causes stress, insufficient 
effect of treatment and interferes with how treatment is perceived by the informants. Patients’ 
concerns also include how PTs suffer because of too many patients and not enough time. Is 
there any solution to this problem? Is it the health care system that has to change or the 
individual arrangement made by each PT? 
As described in the theory chapter, there exist several initiatives on a political and 
systemic level with the intention of improving health services provided to neurological 
patients. These initiatives might be considered an acknowledgement of shortcomings in 
Norwegian health care services, including cooperation between specialist health care and 
community-based services, as well as knowledge among health care professionals. 
Considering the experiences with physical therapy of the informants in this study, it seems 
that the quality is insufficient both in terms of knowledge and availability. The interaction 
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reform has suffered critique because it is too extensive and vague, and thus difficult to carry 
out in real life (100).  
The interaction reform also promotes that the communities over time get an increased 
responsibility for the patients at an earlier stage. Such a shift within the health care system 
gives less time of ingression per patient in primary hospitals and shorter waiting lists to be 
admitted there. This approach has its advantages because when people get ill, they are 
attended to faster, but what about the ones with chronic diseases like HSP? One might claim 
that the reorganisation of the public health system just moves the problem of limitations in 
availability from primary hospitals to the communities and chronically ill. Furthermore, this 
change requires a higher number of community health employees, and even when this might 
be achieved, an adequate base of knowledge is essential to offer suitable and effective 
treatment to the patient. When acute ill patients or those undergone surgeries are discharged 
earlier, this means community PTs have to treat them for a longer period of time and the 
external pressure on availability increases. Patients with acute need are often prioritised, 
because it is important to get sufficient physical treatment initially to get the best effect and 
avoid complications. The consequences of these increased demands on local PTs are even less 
time to treat chronic patients, for instance those with HSP.  
To illustrate, one specific example will be given. In the community of Sandefjord the 
development of local physical therapy is criticised for not keeping up with the demands and 
needs of the patients. It is likely that this is not a unique situation, but rather reflects the rest of 
Norway. The need for physical therapy services continues augmenting as the population gets 
older, the number of inhabitants increases and the interaction reform pushes even more 
patients on to community-based services (101). From 1984 to 2011 the number of community 
subsidised PTs has only augmented from 20 to 21, and the further plans regarding physical 
therapy does not indicate more resources (101, 102). Furthermore, according to the list of 
priority PwHSP are placed last (103). This example illustrates shortcomings in community 
based physical therapy similar to those experienced by the informants of this study.  
Even though there are evident flaws in the practical execution of political decisions in terms 
of securing availability of community-based physical therapy, each and every health 
professional holds a certain responsibility in their professional practice. The Norwegian 
physiotherapy association provides ethical guidelines to PTs to ensure adequate execution of 
the profession. The guidelines comprehend how PTs should reflect on their own attitudes, 
values and actions, as well as act in accordance to fundamental human rights in the best 
51 
 
interest of the patient. Requests regarding being professionally updated and show 
dependability are planted, as well as the need to cooperate with other relevant health 
professionals and services. With this in mind some of the responsibility to offer an adequate 
physical treatment to PwHSP lies in the hands of each PT. 
To be able to adapt physical therapy to the experiences of the informants of this study, there 
are still improvements to be done on a systemic level, which one may assume require time 
and resources. Regarding the community-based physical therapy, the PTs have more liberty to 
change the structure of their services. There are no rules that sessions should be offered once 
or twice a week throughout life to people with chronic neurodegenerative diseases. Based on 
the informants’ experiences with intensive active treatment as beneficial, one might assume 
that organising physical therapy in blocks is useful to meet their needs. What about if the 
informants got physical therapy several times a week for a shorter period of time, followed by 
a break and then repeating again? What about the following suggestion: Four weeks of 
physical therapy three times a week, with 45-60 minutes sessions. The first session could 
comprehend a thorough physical examination, specific goal setting and the means to achieve 
it. Then the therapist and patient work together to achieve the goals through active exercises 
with good movement quality. Furthermore, this provides the opportunity to include effective 
passive strategies that improve mobility and alignment within the frames of active physical 
therapy, thus taking advantage of the immediate effect of such strategies. The last session 
could comprehend retesting and evaluation of the goals in cooperation between the therapist 
and the patient. The patient could then have a six-week break from therapy conducting a self-
exercise program developed through the former four-weeks. After the six weeks have passed, 
the patient returns to the therapist for another four weeks.  
Such an approach might solve many of the problems described by the informants in this study 
without demanding more resources from the already occupied local PT. What it does require, 
however, is the adequate base of knowledge to provide individually adapted treatment. First 
and foremost an active and intensive approach is achieved, giving the opportunity of 
obtaining neuromuscular plastic changes in the patient. The problems of boring routines, lack 
of goals and too-short half hour sessions are avoided, hence influencing coping and 
motivation in a positive manner. It might be a rewarding way of changing community-based 
physical therapy with scarce resources, both for the patient and the physical therapist.  
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5 – SUMMARY AND CONCLUSION 
The aim of this study was to achieve in-depth information regarding how persons with 
hereditary spastic paraparesis (PwHSP) experience physical therapy, because the user 
perspective is an important part of developing high-quality health services. Qualitative semi-
structured interviews were conducted and the research position is anchored in a 
phenomenological-hermeneutic tradition. The material was analysed using a theme based 
approach.  
The stories of the informants highlight several important aspects within the physical therapy 
services offered to this group of patients. The content of community-based physical therapy is 
characterised by routines and passive strategies, mainly stretching. To move in full ROM is 
perceived by the informants as important to prevent stiffness and progression from getting 
worse. Among the most affected ones, passive stretching conducted by the PTs is considered 
necessary, while better functioning informants prefer stretching themselves or moving in full 
ROM as a part of active exercises. Passive strategies are frequently utilised and are 
experienced as having a limited effect if any, and is not included within the frames of active 
treatment. In both active and passive stretching, the informants feel a “let go” in the muscle 
that may reflect an exhaustion of involuntary concentric activity and an increase in activity of 
inhibitory interneurons. Passive stretching in supine as opposed to stretching as a part of 
exercises does not promote elongating the musculature in a functional setting. The lack of 
lasting effect might reflect less carry over, as it does not require active participation from the 
patient. Furthermore, manual facilitation that can lead to differentiated stretching of muscle is 
not used by their PTs. Some passive stretching is perceived to cause pain and might reflect 
micro ruptures, later replaced by collagen fibres that do not respond to stretching. Moreover, 
routines seem to compromise the informants’ ability of coping and motivation, hence also the 
frames for motor learning. 
As the informants’ perception of altered body sensations and impairments increases they seek 
physical therapy for help, the timing of initiation, however, is late. The informants’ perception 
of body image and dys-appearance is a central aspect in how both physical therapy and their 
perception of self is valuated. The preferred interventions in managing stiffness and 
progression are intensive activity, weight-bearing and good quality of movement. These 
experiences are based on self-initiated exercise and in-patient rehabilitation stays, and are 
reported to be a very limited part of local physical therapy. Furthermore, community-based 
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physical therapy is perceived as characterised by routines found boring and demotivating, and 
there is also a lack of goals. Neuromuscular plasticity as a response to user pressure might 
count for the perceived effect of intensive activity. The influence of movement quality can be 
an expression of its importance in changing compensatory strategies PwHSP use to cope with 
their surroundings. Studies regarding functional neuroimaging and analysis of gait and 
balance may confirm that compensatory strategies exist, although they contribute their finding 
to unknown pathology or cardinal symptoms of HSP respectively. Moreover, the informants’ 
preference of meaningful activity might underline finding in literature suggesting its 
importance regarding motivation, coping and motor learning. 
Limited availability in terms of treatment time and number of sessions is described, and 
scarce availability also applies for in-patient rehabilitation stays in specialist health care 
services. The informants emphasise that a good interpersonal relationship with the physical 
therapist is important to keep going, and personal qualities are appreciated. Some informants 
seem to settle with a good relationship while others demand that the therapist has sufficient 
knowledge about HSP to give adequate treatment. The common experience is that lack of 
knowledge among community-based physical therapists is prominent. Lack of knowledge and 
availability seem to influence the quality of community based physical therapy, and might be 
connected to the content dominated by passive strategies. Although several reforms and 
political initiatives strive to improve quality of services provided, the informants’ stories 
highlight the existence of several shortcomings regarding knowledge and availability among 
other things. In addition to the government’s responsibility to act in the best interest of the 
patient, a part of this responsibility also lies with each health professional 
Further research is needed to elaborate the findings of this study and enable more generalised 
conclusions and recommendations. Studies regarding the nature of the disabilities experienced 
by PwHSP would be useful to map out secondary changes that are influential through 
physical therapy. Larger randomised trials regarding both passive stretching versus active 
movement in full range of motion would be interesting to be able to give more presice 
recommendations in treatment settings. Such quantitative data would also be useful regarding 
different approaches within physical therapy. An inter-professional study utilising functional 
neuroimaging prior to and after intensive physical therapy would be a manner of finding out 
whether changes in the central nervous system are due to compensatory strategies and learned 
non-use. Furthermore, larger qualitative studies comprehending the experience of Norwegian 
health care services to PwHSP would be profitable. 
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5.1 Final comments: Physical therapy - a necessary evil or beneficial good? 
One of the most used clichés in literature regarding neurological physical therapy is the 
importance of “individually adapted treatment”, and in my opinion it should be taken 
seriously. Basing physical treatment solely on passive strategies and imposing routines based 
on a diagnosis, in spite of this being perceived as boring and demotivating by the patient, 
should be questioned. PwHSP is a heterogeneous group of people; even though they share 
symptoms as spasticity and paresis, the degree of affection and functional level vary, hence 
the individual patient’s clinical picture. As does their former experiences, current body image, 
preferences regarding physical activity etc. Even though this study is too small to generalise, 
it might indicate the direction of further research of importance. Basic knowledge about HSP, 
individual mapping of the patients’ potential and creating a meaningful, active and varied 
project together with the patient could be the appropriate manner to secure PwHSP perceiving 
physical therapy as a beneficial good, rather than a necessary evil… 
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Appendix 1 -Intervjuguide 
Informasjon om 
 Intervjuer 
 Prosjektet 
 Mulighet til å trekke seg 
 Båndopptaker 
Personalia 
 Navn  
 Alder 
 Jobb/familie/interesser 
Diagnose  
 Når 
 Type HSP 
Mulige oppfølgingsspørsmål: 
 Når og hvordan merket du at noe var galt/annerledes? 
 Hvor lenge før/etter du fikk diagnosen var dette? 
 Hvilke utfall/problemer har du?  
 Har du opplevd endring av utfall/problemer over tid? 
Omfang av fysioterapi 
 Når startet du med fysioterapi? 
 Hvorfor startet du med fysioterapi? 
 Hvor ofte har/hadde du fysioterapi? 
 Type fysioterapi 
o Kommune 
o Spesialhelsetjeneste/sykehus/rehabiliteringsopphold 
o Privat 
o Læring og mestringssenter 
o Annet 
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Forventninger  
 Hvilke forventninger har du til fysioterapi/fysioterapeut 
Innhold i fysioterapi 
 Kan du beskrive en typisk fysioterapitime? 
 Kan du fortelle om en hendelse i fysioterapi du husker spesielt godt? 
(Hvis det er en positiv opplevelse etterspørres en negativ og omvendt.)  
 Ville du endret fysioterapitilbudet? 
o Hvorfor/hvorfor ikke? 
o Eventuelt hva? 
Mulige oppfølgingsstørsmål: 
 Har du en formening om hva som er viktig i fysioterapi? 
Stemmer dette overens med hvordan du opplever fysioterapien? 
o Hvorfor/hvorfor ikke? 
 Hvordan bestemmes innholdet i fysioterapien? 
 Er det spesielle mål eller fokus i behandlingen? 
o Hvorfor/hvorfor ikke? 
o Hvem setter eventuelt disse målene? 
ADL 
 Påvirker fysioterapi hverdagen din? 
o Hvorfor/hvorfor ikke? 
o Eventuelt hvordan? 
Avslutning 
 Er det noe du vil tilføye som vi ikke har vært innom?  
 Oppsummering og rom for spørsmål og utdypende informasjon 
 
Undervegs kan det stilles spørsmål om utdyping, samt at intervjuer gjentar hovedinnholdet i 
det intervjupersonen har sagt, for å sikre forståelse.  
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Appendix 3 – Request of participation 
Forespørsel om deltakelse i forskningsprosjektet: 
 
“Hvordan erfarer personer med Hereditær Spastisk Paraparese (HSP) 
fysioterapi?” 
Bakgrunn og hensikt  
Dette er et spørsmål til deg om å delta i en forskningsstudie som har til hensikt å få innblikk i 
voksne personer med HSP sin erfaring med fysioterapi. Det er ikke kjent at det er gjort 
tidligere forskning på HSP og fysioterapi der brukerperspektivet inntas. Å leve med HSP gir 
utfordringer i dagliglivets aktiviteter, og fysioterapi er en anerkjent del av anbefalt 
behandling. Personer med HSP kan ha erfaring med fysioterapi fra kommune, 
spesialhelsetjeneste, læring og mestringssenter, samt privat sektor. 
Formålet med dette studiet er å gi mennesker med HSP en stemme i dagens forskning og 
fysioterapipraksis, samt øke innsikt og kunnskap om erfaringer rundt fysioterapi for denne 
diagnosegruppen. Kunnskapen fra denne studien vil kunne bidra til bedre kvalitet på 
fysioterapi for personer med HSP. 
Studien er et prosjekt ved Masterprogram i helsefag, studieretning klinisk nevrologisk 
fysioterapi ved Institutt for Helse- og Omsorgsfag. Ansvarlig institusjon er Universitetet i 
Tromsø. 
Hva innebærer studien? 
For å samle inn informasjon til studien vil 3-5 personer med HSP bli intervjuet. Alle må være 
over 18 år og ha erfaring med fysioterapi etter de har fått diagnosen. Hvis du samtykker i å 
dele dine erfaringer, vil det gjennomføres et intervju med ca en times varighet. Intervjuet blir 
gjennomført i ditt nærområde der du føler deg komfortabel, og som er skjermet fra ytre 
forstyrrelser og støy. Intervjuene blir tatt opp på båndopptaker og i etterkant gjort om til tekst. 
Du velger selv hvor mye informasjon og hvor dypt du ønsker å gå i intervjuet.  
Intervjuet er planlagt gjennomført i Oktober-November 2013, og nærmere avtale gjøres i løpet 
av Oktober 2013 ved at undertegnede tar kontakt pr telefon. Deltagere inkluderes fortløpende 
i prosjektet så snart samtykkeskjema er mottatt av prosjektmedarbeider. Når tre personer har 
samtykket til deltagelse, vil rekrutteringen av deltakere foreløpig avsluttes. Dersom det på et 
senere tidspunkt viser seg somnødvendig med mer data for å belyse temaet, vil en fjerde og 
eventuelt femte deltaker rekrutteres. Alle som sender inn samtykkeskjema vil bli kontaktet. 
Det vil bli tid til spørsmål fra deg både før og etter intervjuet, for å sikre at du føler deg 
ivaretatt og får en positiv opplevelse. Du kan når som helst i løpet av perioden der jeg samler 
inn informasjon trekke deg fra studiet, uten å måtte begrunne dette (se vedlegg A for detaljer).  
Mulige fordeler og ulemper 
Fordelen med å delta er at du får muligheten til å fortelle om egen erfaring med fysioterapi, og 
slik kunne være med på å bidra til økt kunnskap på dette området. Innsikten vil kunne bidra til 
økt forståelse rundt fysioterapi for andre personer med HSP, samt for fysioterapeutene og 
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annet helsepersonell som du og andre med HSP møter i hverdagen. Intervjuet tar ca en time 
av din tid å gjennomføre, utover dette er det ingen antatte ulemper. 
 
 
Hva skjer med informasjonen om deg?  
Informasjonen om deg skal kun brukes slik som beskrevet i hensikten med studien. 
Intervjuene anonymiseres og benyttes slik at det ikke er mulig å gjenkjenne deg. Omforming 
fra intervju til tekst gjøres på bokmål slik at dialekter eller andre særegne uttrykk ikke er 
gjenkjennbart. Båndopptak og intervjutekster vil bli lagret forsvarlig innelåst og utilgjengelig 
for andre. Lydopptakene vil bli slettet et år etter prosjektets slutt, senest 14.05.15. 
Avidentifiserte intervjutekster slettes innen to år etter prosjektavslutning, senest 14.05.16. 
Veileder ved UiT amanuensis Britt Normann vil kunne lese gjennom de anonymiserte 
intervjutekstene, men ikke høre på båndopptakene.  
Intervjutekstene er utgangspunktet for masteroppgaven, og eventuelt for artikler til fag- og 
brukerorganisasjoner. Du vil få tilgang til resultatene om du ønsker det. Det vil ikke være 
mulig å identifisere deg i det som publiseres.  
 
Frivillig deltakelse 
Det er frivillig å delta i studien. Du kan når som helst og uten å oppgi noen grunn trekke ditt 
samtykke til å delta i studien. Dette vil ikke få konsekvenser deg på noen som helst måte. Om 
du nå sier ja til å delta, kan du senere trekke tilbake ditt samtykke. Dersom du senere ønsker å 
trekke deg eller har spørsmål til studien, kan du kontakte Silje Storlid på telefonnummer 909 
28 567. 
 
 
Ytterligere informasjon om studien finnes i kapittel A. Samtykkeerklæring følger etter 
kapittel A. 
 
 
 
Vennlig hilsen  
 
 
Silje Storlid 
Prosjektleder og Masterstudent ved UiT 
Mail: siljestorlid@hotmail.com 
Tlf: 909 28 567 
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Kapittel A- Utdypende forklaring av hva studien innebærer 
 
Bakgrunnsinformasjon om studien: 
HSP er sjelden nevrologisk diagnose det er gjort lite forskning på, og da særlig når det 
kommer til fysioterapi. Det finnes ingen publiserte kvalitative studier der 
brukerperspektivet er inntatt. I følge Helsedirektoratet, Helse- og Omsorgs 
departementet og Stortingsmelding 34 er brukermedvirkning en lovfestet rett som gir 
den enkelte pasient mulighet til innflytelse i beslutningsprosesser og utforming av 
tjenestetilbud. Brukermedvirkning skal være med på å sikre forbedring og kvalitet av 
tjenestene som tilbys, samt sikre at de er være meningsfulle for pasienten. Denne 
studien er et lite bidrag til utvikling av kunnskap om brukerens erfaring med 
nevrologisk fysioterapi nærmere bestemt personer med HSP. 
 
Kriterier for deltakelse:  
 HSP diagnosen. 
 Erfaring med fysioterapi etter stilt diagnose.  
 Over 18 år. 
 
Det vil fortrinnsvis bli valgt både informanter som nylig har fått diagnosen HSP (i 
løpet av siste 3 år), og de som har hatt den over tid (mer enn 10 år), da opplevelsen av 
fysioterapi kan erfares ulikt tidlig i et sykdomsforløp og senere.. Det er en fordel om 
informantene har ulik grad av affeksjon da det kan virke inn på hvordan fysioterapi 
gjennomføres og erfares, samt hvilket fokus man har i treningen. Siden det søkes 
dybdekunnskap består utvalget av 3-5 personer, og av praktiske grunner lokalisert til 
Sørøst Norge.  
 
Intervju 
Det blir gjennomført et semistrukturert intervju med ca en times varighet per deltager. 
Intervjuer tar utgangspunkt i problemstillingen og en intervjuguide med overordnede 
tema. Det blir vektlagt at et er intervjupersonens erfaringer og historie som skal 
komme frem, og intervjuguiden er kun ment som veiledende og ikke begrensende. 
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Intervjupersonen velger selv hvor dypt han/hun ønsker å gå, og kan når som helst 
trekke seg uten begrunnelse. 
 
Rekruttering av intervjupersoner 
En fysioterapeut ved et nasjonalt læring- og mestringssenter for sjeldne diagnoser har 
sagt seg villig til å rekruttere pasienter. Slik blir også det etiske aspektet blir ivaretatt 
siden denne fysioterapeuten ikke er direkte involvert i prosjektet. 
 
Fremdriftsplan 
 
Estimert tidsramme Gjøremål 
Mai 2013 Prosjektskisse ble godkjent 09.04.12 av UiT. 
Søknad til NSD/REK sendes før 28.05.12 
Juli-August 2013  Godkjenning fra NSD/REK og rekruttering 
av studiedeltakere. Kontakt deltakere og 
avtale intervju 
August-September 2013 Prøveintervju med transkribering og analyse. 
Gjennomføring av resten av intervjuene. 
Maks et pr. uke for å ha til tid gjennomgåelse 
mellom. 
September-Oktober 2013  Transkribering 
Oktober-Desember 2013 Analyse 
Januar-Mars 2014 Skriveprosess 
April 2014 Første utkast ferdig 
14. Mai 2014                                                  Innlevering av Masteroppgaven 
 
 
70 
 
Appendix 4 – Informed Concent 
Samtykke til deltakelse i studien 
 
 
Jeg bekrefter at jeg har lest informasjonsskrivet og er villig til å delta i studien  
 
 
 
 
---------------------------------------------------------------------------------------------------------------- 
(Prosjektdeltakers navn med blokkbokstaver) 
 
 
 
---------------------------------------------------------------------------------------------------------------- 
(Prosjektdeltakers telefonnummer) 
 
 
 
 
---------------------------------------------------------------------------------------------------------------- 
(Prosjektdeltakers signatur, dato) 
 
 
 
 
 
 
Jeg bekrefter å ha gitt informasjon om studien 
 
 
---------------------------------------------------------------------------------------------------------------- 
(Signert, rolle i studien, dato) 
 
 
